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ABSTRACT 
Mothers of Handicapped Children: A Study of Perceived Needs 
September 1986 
Merry Gallagher 
B.A. Montclair College, 1970 
M.Ed. University of Vermont, 1978 
Ed.D. University of Massachusetts 
Directed by: Professor Ronald Fredickson 
Home placement is by far the major choice recarmended to and chosen 
by parents of children with all types and severities of handicaps. 
Parents have described that life at home is everything from joyful and 
enriching to severely disrupting. This study was an attempt to explore 
some of the variables which account for the variety of experiences 
described by parents and to describe, expand, and categorize the needs 
of mothers whose handicapped children reside at hone. 
The purpose of the study was twofold. The first purpose was to 
investigate the perceived needs of mothers in five areas. The five 
areas were information, education, coordination of services, counseling 
and planning for the future. The second purpose was to investigate the 
relationship of age of the child, marital status, socioeconomic status, 
and severity of the handicap to those perceived needs. 
The subjects were 50 mothers of handicapped children ages 0-21. 
Each mother was interviewed and asked to rate a questionnaire which 
had five major need areas and between three to seven sub-areas. In the 
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first part of the interview mothers were asked to rate their need for 
each sub-area and to rate how well the need was being met. In the 
second part of the interview mothers were asked to rank the need areas 
from 1 (most important) to 5 (least important) depending upon their 
child's needs at the present time. 
Mean scores were calculated for both need and met ratings for the 
entire sample, and then by socioeconomic status and severity of the 
handicap. Chi-squares, t-tests and tests for extreme values were 
calculated to determine the significance of the analyses. The rankings 
were analyzed using the squares to determine if there was an association 
between any of the five age groupings and any one of the need area. 
Mothers of 0-2 year olds ranked information significantly higher 
than did any other age group. Mothers of 14-21 year olds ranked plan¬ 
ning for the future significantly higher than did any other age group. 
Education was rated highest by the entire sample and by most of the sub¬ 
groups . Counseling was rated lowest by all groups. However, one sub¬ 
need, the need for a parent group was rated significantly higher than 
any other sub-need in the area of counseling, by several sub-groups in 
the study. While planning for the future for mothers of 14-21 year olds 
was rated high it was not associated with a high met rating in any of 
the five sub-areas. The same was true in the need area information for 
mothers of 0-2 year olds. The area of planning for the future appears 
to be one in which efforts must be made if we are to meet the needs of 
handicapped children adequately. 
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CHAPTER I 
INTRODUCTION 
The purpose of this study was two-fold. The first purpose was 
to investigate the perceived psychological and management needs of 
families of the handicapped in five areas, to determine if these 
needs vary as a function of the child's age and to what degree the needs 
are being met. The five areas examined were information, education, 
coordination of social and medical services, counseling, and planning 
for the future. The second purpose was to investigate the relationship 
of socioeconomic status and severity of the handicap to those perceived 
needs. 
Definition and Prevalence of the Handicapped Child 
The term "handicapped" is synonymous with the terms "exceptional," 
"disabled," "impaired," and "special needs." It also has a wide variety 
categorical exemplars such as communication disordered, hearing 
disordered, behavior disordered, physically disabled, mentally retarded, 
learning disabled, and multiplied handicapped, thus making it difficult 
to define this broad group. Ross (1964) defined the handicapped child 
as: 
One whose intellectual, physical or social condition is 
seen by his environment as deviating from that of the 
average child to such as extent as to call for modifications 
in child rearing or educational practices. 
(p. 9) 
1 
Blackhurst and Berdine (1981) defined the handicapped child 
similarity: 
2 
(handicapped children).are children who have 
physical, mental, or behavioral characteristics, that differ 
from the majority of children such that they require special 
education and related services to develop their maximum 
capacity. 
(p. 9) 
Section 504 of the Rehabilitation Act of 1973, Section 794, defined 
the handicapped individual as: 
any person 1. who has a physical or mental impairment 
that substantially limits one or more such person's 
major life activities, 2. has a record of such impairment, 
or 3. is regarded as having such an impairment. Physical 
or mental impairment means any physiological based 
disorder or any mental or psychogenic disorder. 
Each definition shares two major attributes. The first is that 
a handicap can be of physical, psychological, or intellectual origin. 
The second is that in order to qualify as a handicapping condition 
the disability must be such that it requires some modifications in 
educational, medical or environmental routines in order for the 
handicapped individual to develop to his or her maximum potential. 
Throughout this paper the term handicapped will be used only if 
these two requirements are met. 
Social and medical advances: Regardless of attempts to define 
and narrow the term "handicap," the handicapped remain a heterogeneous 
group, which numbers more than nine million in the 0-19 age range 
(U.S. Office of Education, Bureau of the Education of the Handi¬ 
capped, 1976). In the United States 1 in every 100 babies born is 
diagnosed as having some type of congenital malformation (Irwin 
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et al., 1976). While the number of handicapped children born each 
year has remained constant, medical advances have increased the number 
°f live births, as well as enhanced and prolonged the life of many 
handicapped infants and children. Improved prenatal and postnatal 
care has decreased the rate of infant mortality for all newborns. 
In addition, improved identification and diagnostic procedures have 
resulted in increased numbers of handicapped infants who survive the 
trauma of their handicapping condition. Down Syndrome infants, for 
example, often suffered from untreatable and intractible congenital 
heart disease and immunodeficiencies (Tolksdorf, 1979). In 1966, 
66% of Down Syndrome infants who died within the first three years 
of life, suffered from heart disease (Warkany, 1971). These patients 
are now benefitting from advances made in cardiac surgery and other 
newly developed techniques. Advances in medical practices, are not 
the only Zeitgeists by which the lives of the handicapped have been 
enhanced. Political and social advances have been made through 
educating the public concerning the abilities and needs of the 
handicapped. Impetus for social action came from exposes such as 
Burton Blatt's Christmas in Purgatory (1966), a film which portrayed 
the horrid conditions in institutions for the handicapped. Parental 
activism has resulted in the creation of national organizations such 
as the National Association for Retarded Citizens and a host of 
others. Professionals have contributed with increased research in 
the area of developmental disabilities and unproved educational 
practices and training for the handicapped. 
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Political action, parental activism, and professional inter¬ 
vention have led to litigation and legislation focused on civil 
rights for the handicapped, most recently and most notably Public 
Law 94-142, The Education for All Handicapped Children Act. 
Nineteen other laws are also on the books, addressing non-discrimi- 
^^■^■ory testing, wheelchair accessibility, and employment of the 
handicapped, to name a few. Landmark litigation such as Pennsylvania 
Association for Retarded Citizens (PARC) versus Pennsylvania (1971) 
and Waytt versus Anderholt (1970) focused on two central themes: the 
right to due process and equal protection under the law. In PARC 
versus Pennsylvania, the plaintiffs provided expert testimony 
verifying the educability of all mentally retarded children regard¬ 
less of the severity of their retardation (Blackhurst & Berdine, 
1980). Added to this then revolutionary idea were two major 
principles that were conceived from the union of medical and social 
advances and nurtured by the advocacy movement. These new 
principles were coined "normalization" and "deinstitutionalization." 
Deinstitutionalization advanced the cause of eliminating institu¬ 
tional life for the handicapped and replacing it with home placement 
during childhood followed by adult placement in a group home. 
Normalization, which preceded deinstitutionalization by roughly 10 
years, is based on the premise that handicapped children are entitled 
to a life which as much as possible resembles the life of their 
nonhandicapped peers. 
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These principles are now evident in every facet of the handi¬ 
capped child's life, including educational practices, medical care, 
vocational planning, and placement decisions. Home placement is by 
far the major choice recommended to and chosen by parents of 
children with all types and severities of handicaps. Parents have 
become increasingly reluctant to place their handicapped child in 
an institution (Edgerton & Krause, 1972). Social pressures coupled 
with increased awareness of the potential of the exceptional child, 
have resulted in the majority of parents viewing hospitalization 
as a last resort (Dutton, 1975). In 1960, only 11% of the physicians 
surveyed (n=414) recommended home care to parents of Down 
Syndrome children. Between 1960 and 1970, that number increased to 
29%. After 1970, there was a drastic increase, with 70% of the 
obstetricians recommending home care and 77% of the pediatricians 
recommending home care (Pueschel & Murray, 1977). The fact 
that home placement is the choice of most parents is revealed by 
the somewhat surprising fact that there is now a one year waiting 
list to adopt a Down Syndrome infant (Down Syndrome Congress, 
1983). 
Parents have described life with their handicapped child as 
joyful and enriching. However, the literature is replete with 
testimonies from families who have described mild to severe disrup¬ 
tions in their lives, and unfulfilled needs, due to the birth of 
their handicapped child (Kupfner, 1980). The present study was an 
of the variables that account for the variety of attempt to explore some 
experiences described by parents and to describe, expand, and 
categorize the needs cited in the literature. 
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The Family's Mandate of Responsibility 
The family is a multifaceted complex system which is responsible 
for a variety of tasks. Fran a psycho-social perspective, the family 
is an open social system, which functions as an organization, and 
whose primary goal is that of maintaining an environment in which each 
member's personality is able to develop (Bell & Vogel, 1960). Society 
views the family in a more pragmatic sense, seeing it as responsible 
for providing primary needs such as food and shelter, and for higher 
order needs such as nuturance, love, and security. 
Maslow's Hierarchy of Self-Actualization (1970) distinguished 
between six major needs of the individual. He identified four of the 
needs as basic needs and two of the needs as higher order needs. The 
basic needs, those needs usually met by the family, include physiologi¬ 
cal needs, safety needs, belonging and love needs, and esteem needs. 
Basic needs, according to Maslow, are prerequisites to high order or 
growth needs. The family plays an intricate part in motivating the 
child to eventual actualization, by providing an environment in which 
the child can meet his or her basic needs. 
The family is also featured prominently by developmental 
psychologists and life-span theorist in the personality development 
of the child. Freud's (1958) Theory of Psychosexual Development 
described major personality traits as developing from the 
relationship of the parent to the child. Erikson's (1963, 1968) 
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Psychosocial Theory of Personality Development is a revision and 
expansion of Freud s theory. Erickson abandoned the psychosexual 
perspective in favor of one which described major life tasks of the 
child at each stage of development. Major tasks such as developing 
trust in the infant, and exerting individuality in the toddler, are 
accomplished through interactions with the parents. 
Bandura (1965) and other social learning theorists have explained 
child development as a process of modeling and social reinforcement 
by the parents. Other behaviorists, such as Skinner (1957), have 
extended the role modeling plays in development, to explain 
language development and other cognitions achieved by the child. 
In summary, it is evident that the tasks of the family are many. 
Aside from providing for basic needs such as food and shelter, the 
family contributes to the social, intellectual, and motor development 
of the child, and to his or her personality through social interac¬ 
tions. This rather awesome and overwhelming responsibility may seem 
ominous to some, but for most parents the birth of a child is the 
culmination of their dreams and efforts (Irvin et al., 1979). 
Expectant parents envision a life of fulfillment and satisfaction in 
watching their child develop physically and mentally, Their fanta¬ 
sies, often based on fictional television and magazine accounts, dwell 
on the positive aspects (Russell, 1980). The disparity between life 
as the fantasied parent and the day to day real life with a child can 
bring disillusionment, lowered self-esteem, and depression to both mothers 
and fathers (Cummings, 1966; Cummings et al. 1976). This disparity 
and its concomitant side effects are particularly obvious when the 
pregnancy results in the birth of a handicapped child. 
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Special Needs of Families with Handicapped Children 
The special needs of families with handicapped children can be 
divided into two major categories: management needs and psychological 
needs. Psychological needs result from stress placed on the family. 
The birth of a handicapped child affects the overall functioning of 
the entire family, producing stress, crisis, and trauma. The birth of 
a handicapped child has been described by some as the most traumatic 
life experience a parent can sustain (Christensen & Deblassis, 1980). 
The strain on the family meets both Burr's (1973) and Hill's (1958) 
definitions of a crisis. Hill described a crisis in the family as: 
"A sharp or decisive change from which old or ongoing roles are 
inadequate." 
(p. 140) 
Burr defined it as a: 
"Situation in which a change has brought about disruption in 
the family system." 
(p. 199) 
If the family perceives the event of the birth as changing their lives 
in an irreversibly undesirable way, then the family will most likely 
experience a crisis (Turner, 1980). In addition to the stress, the 
birth yields a high degree of vulnerability for several reasons. 
First because it is difficult to externalize the blame for the 
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handicap. Second, most families are unprepared to make the change 
they will be required to make. In fact the idea of producing a 
handicapped child is so abstract to most of us, we would be unable 
to accurately predict our reactions. Third, is that the handicap 
is usually permanent and therefore not amendable to medical 
intervention. Finally, families generally have no immediate access 
to collective support groups with which they may identify (Hill, 
1958). 
Psychological stress can also cause, and be caused by, 
disruptions in the family structure. Cleavland (1980) conducted a 
study with 19 families of spinal cord injured children. There was 
significant negative impact on the families in the areas of 
maintaining family structures, reorganizing family roles, and 
maintaining family closeness. Safety needs, those needs associated 
with the ability to control one's life and to predict one's future, 
are also greatly endangered by the birth of a handicapped child 
(Eheart & Ciccone, 1982). 
Each family is unique in its efforts to reduce the stress and to 
learn to accept and cope with the special needs of their handicapped 
child. Age of the parents, severity of the handicap, religion of 
the parents, sex of the child and prognosis for the child all have 
been identified as impacting on the family's reorganization to the 
new situation (Farber, 1968). In the end, the success or failure 
of the family is dependent upon each member's ability to adjust in 
a meaningful and useful way. Adjustment, however, is not solely 
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dependent upon the family's ability to adjust psychologically; family 
members must also design and execute a plan for managing the increased 
or intensified demands upon them which are created by the birth. 
Management needs are experienced by all families of the handi¬ 
capped, regardless of whether or not they experience psychological 
dissonance and stress. Parents of handicapped children have reported 
more difficulties than parents of non-handicapped children in all 
areas of managing their child. Additional time, for example, is 
required to perform basic tasks such as feeding, dressing, and trans¬ 
porting. Eighty percent of the mothers in Eheart and Ciccone' study 
(1982) stated that their handicapped child required more time. 
Furthermore, while 83% of the mothers reported that time for them¬ 
selves was very important, one-half were able to get time only once 
in a while or hardly ever. One explanation for this is that parents 
have difficulty finding competent sitters who can cope with the 
physical and psychological demands of caring for a special child. 
The list of parental needs is long and varied. Some parents 
experience few of these needs while other parents, due to their unique 
situation, experience many. In addition to those needs cited above, 
some parents develop special needs, such as genetic counseling, access 
to and information about social and medical services, and information 
concerning ways to deal with professionals. Professionals, also, 
need assistance in their dealings with parents, in order that the 
interactions can be as positive as possible. 
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Information Needed by Professionals 
Physicians, social workers, nurses, psychologists, physical 
therapists, and educators top the list of professionals who have 
frequent contact with families of the handicapped. But parents 
frequently complain both about the services they received and the 
manner in which they are offered. Parents have reported insensitivity 
from professionals and have complained about the uncaring, impersonal 
attitude of many. What seems to be an attitude of indifference may 
really be a mask, hiding the apprehension experienced by service 
providers when they are asked to treat the handicapped and their 
families. This apprehension may be due to fear, lack of knowledge, or 
stereotypical notions about the handicapped. One way to dispel these 
fears and notions is to work with a variety of families and to initiate 
contact with families to ensure their access to services. 
This is particularly important now since there is an 
increasingly bureaucratic quality to the services offered by 
professionals (Meenaghan, 1974). Furthermore, there is evidence that 
low-income families, often those who are in most need of services, 
are least likely to find their way through the bureaucratic maze. 
Professionals of all kinds have been speicalized and may be up 
to date only in those areas directly related to their speciality 
field. A physician, for example, may be aware of the medical effects 
and ramifications of childhood diabetes, while being blind to the 
psychological effects the handicap is likely to produce on the family. 
Yet the family physician often is called upon to oversee all aspects 
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of the handicapped child's treatment, especially in a small or rural 
community. 
Programs have been developed and funded based on the presumed 
needs of the families of the handicapped. Yet other than a few 
landmark studies such as the one conducted by Farber (1968), there 
is little empirical evidence to substantiate many programs and 
services developed to meet the needs of families. Needs that have 
a clearly demonstrated validity or that are data based have yet to 
be studied or categorized in a systematic way. Categorization would 
facilitate the helping process and give professionals a basis for 
beginning treatment and delivering services. A model based on the 
needs of the families at each stage of the coping process would 
enable professionals to focus treatment on the major task facing 
parents at each of these stages. 
Once needs are defined and categorized, a determination should 
be made as to how these variables affect parental needs. Holroyd and 
McArthur (1976) suggested the need for systematic study of the 
influence of socioeconomic status, age of the child, and severity of 
the disability. Although some researchers such as Eheart and Ciccone 
(1982) have investigated single influences, such as the needs of 
low-income mothers, no one has compared a variety of variables within 
one study. It would also be of upmost value to professionals to know 
to what degree parental needs are being met. 
The present study attempted to accomplish all of these goals: 
first, by identifying the needs of families with a handicapped child, 
13 
secondly by surveying families to ascertain their needs and to what 
degree their needs are being met and thirdly by investigating the 
influence of S.E.S., age of the child, and severity of the handicap. 
CHAPTER II 
REVIEW OF THE LITERATURE 
Introduction 
chapter, the review of the literature, will attempt to answer 
the following questions: 
1. Are there recognizable stages which the majority of parents 
of handicapped children experience, and which lead to readjustment for 
most parents? 
2. Is there sufficient evidence to warrant the statement that 
families of the handicapped experience more stress than families with 
non-handicapped children and that the increased stress is a direct 
result of the birth of a handicapped child? 
3. Do the two variables of socio-economic status and severity of 
the handicap affect the needs of the family and if so how? 
4. Are there needs which affect the majority of families at 
specific developmental stages in their child's life? 
Impact on the Family 
Initial reactions and stages to acceptance: Families of the 
handicapped are all individuals with varying circumstances and 
environments. However, despite wide variations in handicapping 
conditions and parental backgrounds, similarities emerge in parental 
discussions of reactions to the birth of their handicapped child. 
Most parents, regardless of their child's age, vividly recall the 
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events surrounding the birth of their handicapped child and their 
reactions (Drotar, Baskiewicz, Turner, Kendall, Kraus, 1975). 
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Drotar, et al. (1975) interviewed 20 mothers and 5 fathers of 20 
children with various handicapping conditions. The range of handicaps 
included Down syndrome (N=l), mental retardation from other causes 
(N=3), congenital heart disease (N=l), and other multiple congenital 
malformations. All interviews were conducted within a two month 
period at a Cleveland hospital. Parents included mothers and fathers 
of newborns to one parent of a 13 year-old. One and one half hour 
interviews were conducted which consisted of open ended questions 
in five areas: 1) Parental perceptions of the child's deformity, 
2) Parental feelings, 3) Assessment of parental attachment, 4) Effects 
of the anomaly on the family, 5) Parental attitudes toward handling 
the situation. Interviews were analyzed and a sequence of parental 
reactions was developed consisting of five stages. These stages are 
presented below and compared to the stages described by Robinson and 
Robinson (1965), Russell (1980) and Irwin et al. (1975). 
Stage 1 Shock: The majority of parents reacted with 
overwhelming shock to the news of their child's handicap. Many parents 
reacted initially with swings in mood, from contentment and joy 
irrmediately following the birth to depression, crying and feelings of 
helplessness, once they were informed of the handicap. 
Yes truly at that moment (immediately following the 
birth of her daughter) my cup runneth over. There have 
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been many happy times in my life since, but I cannot 
remember any with any more clarity than that morning 
twenty two years ago. 
(Baxter; 1974, p. 135) 
"It (the diagnosis) was a big blow, it just shattered me." 
(Drotar et al., 1975, p. 712) 
"It was as if the world had come to an end." 
(Irwin et al., 1975, p. 173) 
The shock is the result of the imnense discrepency between the parents' 
fantasized or hoped for child and their actual child (Russell, 1980). 
This first stage has also been described by Robinson and Robinson 
(1965) as that time when a parent first realizes that a problem exists. 
Stage 2: Denial; Denial results from the overwhelming urge, 
experienced by many parents, to be free from the situation or to refute 
its impact. One father reported: 
"I just couldn't believe it was happening to me." 
(Drotar et al., 1975, p. 712) 
Another mother continued to repeat "it's not real" over and over again 
(Drotar et al., 1975, p. 712). 
During this stage, parents may intellectualize the perceived 
problems and focus on statistics and facts related to the child s 
handicapping condition. Denial and guilt may lead to doctor shopping. 
However, doctor shopping may not only result from the search for a 
more acceptable diagnosis, but it may also be due to the fragmentation 
of services experienced by many parents and the lack of information 
provided them by physicians. A deeper and more complex explanation may 
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lie in the professional's failure to explain the diagnosis adequately 
(Buscaglia, 1975). Also, handicapped children often require periodic 
re-evaluations or visits to speciality clinics. Pediatricians, 
Particularly in small towns and rural areas, may have little experience 
with handicapped children. This may require families to search for a 
more qualified physician, often many miles from home. 
Denial is often followed by an interim phase when the fantasized 
infant is mourned. This is a paradoxical process. In order to become 
attached to the exceptional child parents must first mourn the loss of 
their idealized child (Solnit & Stark, 1961). Mourning may take 
several months. During that interim parents usually react in one of 
two ways. In rare cases the parents ignore or reject the child emo¬ 
tionally, attending only to basic care requirements (Hutt & Gibby, 
1975). In the majority of cases, however, guilt acts in an adaptive 
way, and forces the mother to care for the infant almost unremittingly 
and often to the exculsion of others in the family including siblings 
and spouse. If after a cooling off period the mother cannot modulate 
her behavior, then problems will evolve. This will be discussed more 
fully in a subsequent section. 
Stage 3: Sadness, anger and anxiety; Intense feelings of 
sadness and anger come quickly on the heels of denial. Twelve parents 
described their sadness and the constant crying that accompanied it. 
Mothers in Irwin's study (1975) reported fearing their children would 
die. Other mothers reported not caring if their child lived or died, 
while still others wished their child had died. 
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Seven families reported angry feelings directed at themselves, 
their babies, and the doctors and nurses. Josefowitz (1978) 
reported that many parents expressed anger at God or the whole 
world. 
Anxiety during this stage often interfered with the process of 
patient-child attachment. Mothers and fathers feared their babies' 
appearance would be repulsive. One mother felt her baby looked 
non-human with all his medical paraphernalia. One mother said she held 
her baby simply because she thought it was the maternal thing to 
do. 
Anger and bitterness are revived once parents realize the extent 
to which their handicapped child will interfere with their everyday 
lives (Russell, 1980). The almost daily disappointments and 
frustrations that accompany some handicapping conditions often 
exacerbate the anger. 
Stage 4 : Adaptation; Adaptation is often gradual and may 
therefore be the longest stage. Adaptation and subsequent attachment 
is a complex process in which parents must reconcile the negative 
emotions experienced in the previous stages. Adaptation appears to 
require at least two prerequisites. First, the fantasized child must 
be put aside. Second, the parents must believe their handicapped 
child will live and that they will be able to handle the additional 
responsibilities of rearing a handicapped child. 
A majority of parents reported that seeing their handicapped 
infants was far less distressing than they expected. 
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"We have conjured up all kinds of things that there could be 
something wrong with every organ. But what we saw was a relatively 
normal infant." 
(Drotar et al., 1975, p. 713) 
This stage has also been referred to as a return to equilibrium (Irwin 
et al., 1975). Robinson and Robinson (1965) described this stage as 
the time when parents are finally ready to accept their child for who 
he or she is. It is at this stage that parents begin the final step, 
or what Drotar (1975) called reorganization. 
Stage 5: Reorganization: Reorganization is marked by an 
alleviation of guilt and a reassurance by parents that the infant's 
handicap was not a result of their irresponsibility. 
Figure 1 Hypothetical model of normal parental reactions to the 
birth of a handicapped child (Drotar et al., 1975, p. 718). 
Figure 1 
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"We have conjured up all kinds of things that there could be 
something wrong with every organ. But what we saw was a relatively 
normal infant." 
(Drotar et al., 1975, p. 713) 
This stage has also been referred to as a return to equilibrium (Irwin 
et al., 1975). Robinson and Robinson (1965) described this stage as 
the time when parents are finally ready to accept their child for who 
he or she is. It is at this stage that parents begin the final step, 
or what Drotar (1975) called reorganization. 
Fifth stage reorganization: Reorganization is marked by an 
alleviation of guilt and a reassurance by parents that the infant's 
handicap was not a result of their irresponsibility. 
Figure 1 Hypothetical model of normal parental reactions to the 
birth of a handicapped child (Drotar et al., 1975, p. 718). 
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Needs during the initial stages; The major need experienced by 
parents during the initial stages is the need for information. 
Informed people develop more effective strategies for coping. Janis 
(1958) found that informed surgical patients responded better to their 
hospitalization and recovered more quickly. Information about the 
nature of the illness, the medical procedures and the side-effects were 
particularly useful in helping patients cope (Janis, 1958). 
Information reduces the stress of an event by making the future 
course of events more predictable. It gives people a sense of control 
over their lives and widens their choices. People who view themselves 
as having choices and as having the ability to control events, react 
more favorably to unpleasant conditions and stress (Smith, Sarason & 
Sarason; 1982). 
Initially the information process should begin when the diagnosis 
is shared with the family. D'Arcy (1968) interviewed 194 mothers 
of babies with spina bifida. Two-thirds of the mothers reported 
that they preferred to be told their childs' diagnosis as quickly as 
possible. Any delay heightened the anxiety. However, in a study 
conducted by Pueschel and Murphy (1976) 96 of their 414 subjects, all 
mothers of Down's Syndrome infants, were not informed of their childs 
diagnosis until from 4 to 30 days after the birth. Thirty-two of 
the parents were not informed until 30 days or later. Parents who 
left the hospital unaware of the diagnosis were often informed by 
well-meaning relatives or friends, leaving parents confused, anxious 
and mistrustful. 
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Parents also reported that they preferred to both be present when 
the diagnosis was made. Pueschel and Murphy (1976) sent questionnaires 
to 511 parents of Down syndrome children. Eighty-one percent (414) 
were returned. In only 20% of the cases were both the mother and 
father present when notified of the diagnosis of their child. Forty- 
seven percent (196 subjects) reported that mother alone was told. 
Twenty-nine percent (123 subjects) reported that father alone was told. 
In eight cases parents were not informed in person, but were told of 
their child's handicapping condition by mail. To share information 
with only one parent can instill in that parent a sense that the 
information is secret and set up a family dynamic which inhibits one 
parent from communicating with the other (Irwin, 1976). Irwin (1976) 
suggested the optimum situation is for the physician or other profes¬ 
sional to share the information with the entire family, explaining it 
in ways that both the parents and the siblings can understand. This 
could be done at one meeting or at separate meetings. 
Another critical aspect of the initial encounter is the manner in 
which parents were approached. In the Pueschel and Murphy study 
(1976), only 50% of the parents reported that information was shared 
in a sensitive and empathic manner. Parents were distressed by 
hearing the news from a pediatrician whom they may just have met, 
rather than from their obstetrician whom they already trusted and knew. 
D'Arcy (1968) noted that the initial meeting in which the diagnosis 
was made had a profound and lasting impact on patients. Mothers 
appreciated sympathetic approaches to the problem, which they realized 
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in retrospect was difficult for the physician. They were hurt by 
abrupt or dishonest disclosures. Svarstad and Lipton (1977) studied 
the acceptance of the diagnosis as a function of the way in which 
physicians shared information with parents. Parents who were told in 
a frank, clear manner and who were given appropriate supplemental 
information were more likely to accept the diagnosis. Additionally, 
jargon free explanations were viewed as more positive while medical 
explanations only confused parents (Svarstad & Lipton, 1977). Warnick 
(1969) noted that accurate information served as the basis for real¬ 
istic planning. Once the process of planning began, it had the 
effect of prompting the feelings of hopelessness, sorrow and guilt. 
The parents' perception of their child also changed from one based on 
disability to one based on ability. The final step in this process 
is to view the child as an essentially normal child with some excep¬ 
tionality. 
Follow up visits with a pediatrician, pediatric psychologist, or 
social worker should include more details about the specific 
handicapping condition. These details may include expected develop¬ 
mental delays, expected course of the illness or condition, and other 
problems or concerns mentioned by the family. Each visit should give 
parents a chance to air concerns and have questions answered. Doll 
(1953) listed four areas of concern noted by the majority of parents 
with handicapped children. They are: an explanation of the diagnostic 
evaluation; information about the characteristics of the handicap; a 
description of their child's present condition; a prognosis for the 
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future. The importance of a developmental model has been emphasized 
by Tymchuk (1975), who stated that parents of handicapped children, 
like all parents, need a developmental model upon which they can base 
expectancies. This information can become the basis for realistic 
planning. Planning for their child's future is often mentioned as 
a concern of parents with handicapped children (Eheart & Ciccone, 
1982; Lawson 1977). 
Information is also pivotal to the understanding and management of 
a handicapped child. It has been cited as a critical link which is 
utilized by parents to re-establish control of their lives and their 
handicapped child (Hymovich, 1976). Parents who understand their 
child's handicap are more likely to comply with the suggested medical 
regimen including dispensing of medications and making and keeping 
medically related appointments (Murston, 1970; Tagliacozzo & Kenji; 
1970). Information should be available from a variety of resources 
and will often need to be repeated to parents several times. This may 
be a function of the increased anxiety parents experience which may 
cause them to distort reality or misinterpret communication with 
professionals (Hymovich, 1976). Understandably, parents will often 
repeat questions and will often seek information from a variety of 
resources. They should, however, be cautioned against reading 
outdated materials which often present a gloomy picture for the 
handicapped child, erroneously based on life in an institution. 
Information is the first major need of parents, particularly in 
the initial stages following the birth of the handicapped child. 
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Additional needs will be discussed in the next section, which is an 
exploration of the impact of the birth on the family. 
Impact on the mother: Because of the traditional sex role 
division still evident in the majority of American families, it is 
usually the mother who bears the major responsibility for the care of 
the children. The responsibility for care is intensified when a child 
is handicapped. Mothers of handicapped children not only experience 
greater demands on their time and energy, but also experience greater 
psychological stress (Russell, 1980). 
The effects on the mother's personality were studied by Cummings, 
Baley, and Rie (1966). The subjects were 240 mothers, 60 each of 
mentally retarded children, chronically physically ill children, 
neurotic children, and healthy children. All mothers were from middle 
and low-income, intact families. All mothers had at least one healthy 
child. The goal of the study was to investigate the effects of the 
child's deficit on the mother's personality. A series of tests was 
administered to each mother to assess general feelings of self-esteem 
related to maternal role, concern about the child's health status, 
discomfort in caring for the child, trends in child-rearing orienta¬ 
tion, and interpersonal satisfaction related to the child, other 
family members, and neighbors. 
Results indicated that mothers of mentally retarded children 
were depressed, preoccupied with their child, and had a lowered sense 
of maternal competence. In fact, all the handicapped groups cleaj.ly 
demonstrated a lessened generalized sense of enjoyment of interpersonal 
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relationships including relationships with their handicapped child, 
husband, and neighbors. Mothers of mentally retarded children clearly 
derived less pleasure in relating to their mentally retarded child 
than in relating to their non-handicapped children. Mothers of 
mentally retarded children reported feelings of anxiety and depres¬ 
sion, and swings in mood, resulting in inconsistent discipline ranging 
from rejection to over-protection. 
Turner (1980) reported that ambivalence is often reported by 
mothers as the reason for inconsistent child rearing techniques. 
Mothers may set unrealistic goals for their child and become 
disappointed when the child falls short (Robinson & Robinson, 1975). 
Parents may turn to corporal punishment to relieve pent up feelings 
of anger and frustration (Hewitt, 1970). Mothers of Down Syndrome 
and hyperactive children reported themselves as more punitive and 
authoritative with their handicapped children (Steven-Long, 1973; 
Loeb, 1977). Mothers of young handicapped children reported major 
problems in learning to be patient with their children (Eheart & 
Ciccone, 1982). One result of this impatience is that mothers may find 
it quicker and easier to do things for their handicapped child rather 
than teaching him or her to be self-sufficient (Farber, 1968). 
Mothers may, therefore, continue to provide basic care such as dressing 
and feeding long after their child should be demonstrating these skills 
independently. 
Basic care represents a major demand on mothers' time. One 
the effects of these demands: "What is most difficult 
mother reports 
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I think, in day to day life with a retarded child is that there is no 
end in sight. Just a eternity of babydom." 
(Kupfer, 1980, p. 138) 
The child's life versus the parent's life was a major theme of a group 
of parents with handicapped children led by Nurse (1972). The group of 
seven couples expressed general unhappiness with the amount of time 
required by their handicapped child. Apart from the basic care, their 
children were described as developing irregular sleep habits, which 
kept parents awake or forced one parent to sleep in or near the 
child's room and away from the spouse. Mothers who spent most of 
their time and energy on their handicapped child developed an enmeshed 
relationship with that child which interfered with her role as wife and 
mother. Cleavland (1980) conducted a study to assess the family's 
adaptation to a young person's traumatic spinal cord injury. Subjects 
were from 19 intact families and were unmarried and young enough to 
still require care from their families. Results of the study indicated 
that the relationships between the mothers and the injured children 
were close both physically and emotionally. The relationship was 
responsible for major problems including the mother's overprotective¬ 
ness and the injured child's helplessness and feelings of dependency. 
Marion Baxter (1974) a parent of a multiply handicapped child 
admitted to experiencing "tunnel vision" and adopting an attitude she 
described as "Laurieandme:" "it was as if we had become one person 
instead of two." 
(1974, p. 71) 
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Tew and Lawrence (1973) investigated the mental and physical 
health of mothers with handicapped children using the Malaise Inventory 
(Rutter et al., 1970). The study included 59 mothers of children 
with spina bifida. Rutter and his associates used the same instrument 
in their 1970 study of mothers with mentally ill, brain damaged, and 
physically handicapped children. Rutter found significantly high 
stress levels in all the mothers in the study. Tew and Lawrence found 
even higher stress scores in mothers of spina bifida children. No 
explanations were given for the results; however, a comprehensive 
study by Hewitt (1970) indicated that mothers of semi-mobile or non- 
mobile children may have greater demands on their time and energy for 
a longer period of time. Hewitt interviewed 180 families of spina 
bifida and cerebral palsied children in their homes. 
Mothers described the time spent on basic care such as feeding, 
bathing, and dressing, which often required removing special equipment 
and replacing it afterwards. One mother reported the quarter hour long 
ordeal she faced each time she changed her child's diaper. First the 
child had to be lifted onto a table. Then 16 buckles had to be unfas 
tened to remove the calipers. Then the mother changed her child and 
repeated the process in reverse. Children with spinal cord injuries 
may suffer incontinence and require diapers for longer than the average 
child. Daily care may include special procedures to prevent pressure 
sores, diaper rashes, and injuries. Calipers and braces need adjust¬ 
ments or repairs which may also curtail the activities of the child. 
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A final frequently cited problem for mothers was the amount of 
time spent consulting with medical personnel. Hunt (1973) surveyed 
77 mothers of myelomeningocele children. The average distance 
traveled to the hospital or doctor was 47 miles with a range of 1 to 
174 miles. The average time away from home was 4 hours with a range 
of 1 to 9% hours. Time away from home often meant arranging for care 
of other children in the family, as well as arranging for other duties 
and responsibilities such as car pools and dinner. 
Impact on the father: The impact of the birth of a handicapped 
child on the father has been less studied than the impact of the birth 
on mothers. This is due to the social role assigned to fathers in 
our culture and to the fact that fathers are less available to 
researchers, who often conduct studies during the day at hospitals, 
day care centers, and educational institutions. However, the role 
of the father is expanding to one that is more participatory. 
This participation has been encouraged and it appears the trend will 
continue. This is due in part to the increase of women in the work 
force and a shift in societal values which now accepts the male as 
a nurturer of the young child. 
Cummings (1976) conducted a companion study to the Cummings, 
Baley and Rie (1966) study in which fathers were the focus of the 
investigations. The subjects were 240 fathers, 60 each of mentally 
retarded children, chronically physically ill children, neurotic 
children, and healthy children. Families were black or white intact 
families of various socio-economic classes. Children in these 
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families ranged from 4 to 13 years of age. All handicapped children 
lived at home. 
The fathers, like the mothers, completed at home a battery of 
four tests designed to assess the effects of their child's deficits 
on the father's personality. The results of the study demonstrated 
that fathers of the mentally retarded children were clearly different 
from fathers of healthy children only. The former were depressed, 
preoccupied with their handicapped child, and saw themselves as less 
capable than other fathers. The most evident finding in the study was 
the prevasive lack of enjoyment by the father of his or her handicap¬ 
ped child. This was accompanied by a general overall lowered 
gratification in being a father and spouse. 
The Edwards Personal Preference Schedule profiles of fathers of 
mentally retarded children differed greatly from fathers of non¬ 
handicapped children. Cummings interpreted these results as 
indicative of: "A constricted male accentuating his compulsive 
tendencies in order to suppress his aggressive sexual drives (p. 52) 
The study by Cummings reveals an interesting fact. Although 
fathers get almost daily respite from their handicapped child, they 
are nonetheless experiencing direct and indirect psychological stress 
One explanation may be that fathers feel inadequate in their role 
because they have little opportunity to directly assist their 
handicapped child. Furthermore, fathers are less likely to seek out 
friends, relatives or support groups to talk with and share their 
feelings of loss, frustration and anger. 
Erickson (1974) was aware of that fact when she initiated a 
support group for fathers with young Down syndrome children. 
Erickson led three groups each comprised of six fathers. Four 
major themes emerged in all three groups: ways to provide consistent 
discipline; concerns about planning for the future; need for 
information about development and characteristics of children with 
Down syndrome; and ways in which they could support and communicate 
with their wife. 
Fathers, like mothers, admitted that disciplining their handi¬ 
capped child was a serious problem and one that caused anxious feelings. 
Fathers in Erickson's study (1974) reported problems in attempts at 
consistent discipline increased feelings of inadequacy and caused 
fathers to relinquish what little contact they had with their handi¬ 
capped child. If the child is a son, a father will decrease inter¬ 
actions even more to avoid negative emotions such as shame, 
depression, and disappointment (Prince-Bonham & Addison, 1977). 
Ross (1964) suggested that strict authoritarian discipline may 
be the result of the father's attempt to express anger and hostility 
regarding the child's handicap. On the other hand, some fathers pitied 
their child or continued to deny a problem existed, placing the blame 
for the child's inappropriate behavior on persons outside the home 
such as teachers. By choosing this stance, fathers distanced 
themselves even further from their child and often from their spouse 
who had to deal with the situation. The dynamics of the spouses 
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roles became oppositional; fathers flee from care of the child, while 
mothers overcompensate and become enmeshed with their child and even 
intrusive. This dynamic can cause strain and hardship on the marital 
dyad. 
Impact on the marital dyad: Research on the impact of the birth 
of a handicapped child on the marriage is fraught with inconclusive 
data, since pre-data are unavailable. In fact, there are two sets 
of research available, one that claims that the birth of a 
handicapped child has a positive effect on the marriage and one that 
claims it has a negative effect on the marriage. 
Farber (1968) examined the families of 240 boys with mental 
retardation. He concluded that by the age of nine the child would 
have a disruptive effect on the marital relationship. Boles (1974) 
investigated 20 families with children of cerebral palsy. A 
significant number of mothers reported marital conflict as a major 
problem. However, it was not clear whether marital conflict was 
evident before the birth of the child. Neither study reported 
follow up data on the actual number of separations and divorces. 
Lawson (1977) reported that divorce rates are generally higher than 
average in families with chronically ill children. However, many 
marriages may suffer from conflicts and dissatisfaction but remain 
intact. Granat (1978) completed a study with 108 families of children 
with varous handicapping conditions. He reported a high incidence of 
marital discord and dissatisfaction. But divorce in that group 
occurred significantly less frequently than in the normal population. 
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Like Farber he found parents of older handicapped children reported 
significantly more marital problems than parents of young handicapped 
children. Low income parents reported less marital conflict than 
parents of middle and high socioeconomic status. The lowered 
incidence of marital discord by low income parents was also reported 
in a study make by Eheart and Ciccone (1982). In that study of low 
income mothers of handicapped children, very few mothers reported 
marital disruptions as resulting from the birth of their handicapped 
child. Some mothers reported that their marriages were so disruptive 
before their child was born that it was impossible for them to get any 
worse. Also according to the Farber (1968) and Granat (1978) studies, 
it would appear that marriages may remain intact while the child is 
an infant and toddler and become unfulfilling as the child gets older. 
This may be due to the continued stress placed on the marriage or the 
increased strain placed on the family as the child becomes an 
adolescent. 
The eventual demise of the marriage may result from years of 
asynchronous reactions to the child by the father and mother. The 
mother is generally thrown into an enmeshed relationship with the 
child who is dependent upon the mother for fulfillment of basic needs. 
Overwhelmed by guilt and by the many demands on her time and energy 
she may become overprotective. The subjects in Cleavland s (1978) 
study, all disabled teenagers, used guilt to manipulate members of 
the family. Mothers who spent the majority of their time with the 
injured child were particularly vulnerable due to the close 
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relationship they developed with their child. Problems were reported 
around the mother's overprotectiveness and the child's dependency. 
Major problems for fathers developed around the mother's involvement 
with the handicapped child, often to the exclusion of other children 
and the father. The author suggested minimizing the relationship 
between the mother and the handicapped child and maximizing the 
relationship between the father and the mother, in order to return 
equilibrium to the family. 
Erickson (1974) reported that fathers of handicapped children 
voiced concerns about their wives carrying the burden of care for 
their children. The husbands were stymied as to how to offer support 
or how to break into the relationship which had developed between the 
mothers and their children, a relationship that often excluded the 
father. 
By strengthening the marital dyad, husbands and wives can renew 
their marriage goals and provide each other with much needed emotional 
support. When couples concentrate on their marriage, they are less 
likely to make the handicapped child the center of their lives and 
they will be more likely to address the needs of the whole family 
(Hymovich, 1976). 
Strengthening the marriage will facilitate the parents viewing 
themselves as equal partners in rearing their handicapped child. 
This will relieve the mother of the total burden of care and will 
enable parents to provide consistent discipline and to back each 
other in their struggles with the management of their child. Parents 
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who share responsibilities are more likely to understand each others' 
needs and are also more likely to spend much needed time away from 
their handicapped child, together and with other adults (Barnebey & 
Rapport, 1978). 
In this regard, the handicapped child can serve to bring parents 
together, to increase their conmunication with each other, and to 
complement each others' support and service. This in turn will make a 
healthier environment for the parents, the handicapped child and for 
non-handicapped siblings who may be the forgotten victims in the family 
of the handicapped child. 
Impact on the siblings: Just as their parents, siblings will 
experience psychological and organizational stresses as a direct result 
of being the sibling of a handicapped child. These stresses have been 
reported to affect their health (Hunt, 1973), school performance 
(Russell, 1980) and peer relationships (Tew & Lawrence, 1972). 
Siblings may react initially with curiosity about their new 
brother or sister. This natural curiosity may lead to questions 
about the infant, who siblings may suspect is different somehow. If 
they are left uninformed, siblings may fantasize about the infant and 
conjure up incorrect visual images. Furthermore they may assume 
something is going to happen to them (Hymovich, 1976), or that they 
were somehow reponsible for their new brother's or sister's illness 
or injury (Russell, 1980). 
An honest explanation should be shared with siblings. The amount 
of information and the length of the discussion should be based on the 
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the age of the siblings (Barnebey Si Ruppert, 1979). Very young 
children will probably require short direct answers to questions while 
older children need to be assured that they did not cause the 
disability, nor will they "catch it." An environment needs to be 
established within the family which allows for a free flow of informa¬ 
tion and a continued answering of questions. 
Grossman (1972) studied the responses of 83 college-aged siblings 
of handicapped children. The majority reported that discussing their 
handicapped siblings with their parents was paramount to discussing 
sex. It was recognized by both, but discussed by neither. 
Without information, siblings cannot share concerns with friends 
nor can they respond to questions asked by peers and the community at 
large. This inability can increase their embarrassment over their 
handicapped sibling and prevent older siblings from seeking outside 
support and guidance. Embarrassment can be caused by handicapped 
brothers and sisters who are not toilet trained at appropriate ages, 
who have frequent temper tantrums, or who are unsocialized. The 
control and management of a handicapped child is often a concern 
of siblings (Grossman, 1972; Norton, 1976). Parents may use 
ineffective and inadequate management techniques with a handicapped 
child. Non-handicapped siblings may interpret this treatment as 
preferential and as a signal that parents love their handicapped 
child more. Some non-handicapped siblings may begin to adopt 
inappropriate behavior in an attempt to recapture their parents' 
attention (SanMartino & Newnan, 1974). 
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Siblings may begin to experience trouble in school as well. Tew 
and Lawrence (1973) conducted a study in which 59 children with spina 
bifida were compared with their siblings in the areas of intelligence 
and emotional adjustment. Although the non-handicapped siblings all 
demonstrated average or above average intelligence, a significant 
number were rated as performing below average. The authors used the 
Bristol Social Adjustment Guide (B.S.A.G.; Stott, 1973) to assess 
school performance. Teachers were asked to fill out the descriptive 
questionnaire. Scores fell into three ranges: 0-9 normal, 10-19 
unsettled behavior, 20 and above maladjusted. There were significant 
differences between similarity matched siblings without handicapped 
brothers and sisters and those with handicapped brothers and sisters. 
Those with handicapped siblings were four times as likely to show 
evidence of maladjustment. Maladjustment was described as displaying 
difficulties in conduct, lowered standards of performance, and troubled 
relationships with peers and teachers. There were no differences 
in adjustment as a function of birth order. But it has been reported 
that younger siblings may be more at risk as their needs are over¬ 
shadowed by the needs of the handicapped child (Jordon, 1962). 
Lavigne and Ryan (1979) conducted a study similar to that of Tew 
and Lawrence in which they expanded the number of subjects to 203 and 
used type of handicap as the independent variable. As a group, 
the siblings of the handicapped and chronically ill were deemed 
as more likely to experience adjustment problems than were the 
siblings of the non-handicapped control group. Siblings in the 3-6 
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age group were found to be more severely affected, as were male 
adolescents. While it is unclear why this is so, the additional stress 
on siblings may be due to the additional duties often assigned them 
and the additional amount of time that is required of their parents to 
attend to the handicapped child. It can be understood why siblings 
may begin to feel peripheral or excluded from the parents' affection 
and attention (Turner, 1980). 
In investigating the siblings of children with myelomeningocele, 
Hunt (1973) found a significantly increased incidence of diabetes 
when compared with the general population. The author noted that 
although the study was not conclusive, sibling of handicapped children 
may be at an increased risk for developing diabetes. 
In addition to organic illness, siblings may experience psycholog¬ 
ical stress. In a study of 19 families, Cleavland (1980) found that 
siblings were required to carry on their mothers' duties while fathers 
adopted a supervisory role. 
"Role Strain" (Goode, 1960), or a difficulty in fulfilling a role 
obligation, can cause anger and resentment in siblings. Siblings try 
to remain empathetic and understanding toward their handicapped 
siblings. However, their personal loss of nurturance, coupled with the 
increased demands on their time, may create ambivalence. 
If, however, the equilibrium of the family can be maintained, 
then the presence of the handicapped child will not necessarily have 
an adverse effect on the siblings (Graliker, Fisher, Koch, 1962). 
Counseling and openly communicating information and concerns can 
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facilitate a positive experience for siblings. Grossman (1972) 
reported that 45% of his 83 college respondents claimed the following 
positive effects of being a sibling of a handicapped child: 
1. Greater empathy toward people in general 
2. More tolerance and compassion 
3. Greater sensitivity to individual differences 
4. Interest in careers in special education and related fields 
Other Factors Affecting the Family 
In addition to the needs which appear to affect all families of 
handicapped children, such as additional time demands, information 
about the handicap, and family reorganization, specific families 
develop additional needs due to specific problems not found in all 
families. Factors which bring with them special needs include 
socioeconomic status, marital status of the primary caregiver, and 
the severity of the handicap. 
Socioeconomic Status: According to Hollingshead (1978) S.E.S. 
includes four variables. They are educational background of the 
parents, occupation of the parents, marital status, and sex of the 
head of household. 
The preceding section contained sufficient evidence to warrant 
the statement that the majority of families with developmentally 
delayed children will experience increased stress, of a variety of 
types. The birth usually necessitates the family adjusting to a 
striking different perception of life with their new child. It is a 
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situation that will demand a reappraisal of the family's coping 
mechanisms, and will often force a re-evaluation of their values and 
expectations of life. Although certain conditions have been identi¬ 
fied as positively affecting the family's adjustment to the birth of 
a handicapped child (Farber, 1968), it is still unclear why some 
families cope so well while others do not. One explanation is that 
families whose lives are relatively stress free before the birth of a 
handicapped child will have the greatest chance to reorganize 
successfully. 
It further seems probable that families with the greatest 
stresses before the birth will have the greatest difficulties 
readjusting. Two of the most stressful on-going life situations a 
family can experience are poverty and a single parent household. Low- 
income mothers, for example, have the highest rate of depression of 
any demographic group in the United States (Belle, 1979). Conditions 
related to poverty were found to be the most powerful correlate to 
poor mental health (Belle, 1979). Furthermore, poor familes are 
more likely to be headed by a single mother (Bureau of the Census, 
1979). 
Socioeconomic status has been reported to be related to sub¬ 
standard nutrition, housing medical care, and schooling, and can 
greatly reduce the amount of cognitive stimulations provided during 
infancy (LaVigne & Ryan, 1979). It is not surprising that mental 
retardation has been associated with poverty. Evidence points to a 
disproportionate number of developmentally delayed children who live 
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in poverty conditions (Deutsch & Brown, 1964; Heber, Dever & Conry, 
1968). There are no known organic causes for the retardation of over 
90% of the mentally retarded individuals in the United States (Dunn, 
1963). Furthermore, there are generally no diagnostically evident 
neurological impairments for 99% of the mildly retarded (Dunn, 1963), 
yet this group comprises 89% of all known mentally retarded individuals 
(Hurley, 1968). 
If,as Hunt (1973) and Bloom (1964) suggest, the quality of the 
environment may be a factor in the etiology of non-organic retardation, 
then low-income families face a double bind. Not only may they be 
more susceptible to certain handicaps, such as mild retardation, but 
they also appear more likely to suffer financial strain, and less 
likely to seek out counseling and/or support services such as Aid to 
Crippled Children. 
Successful home care has been associated with the extent to which 
a family seeks services from local social service agencies (Skelton, 
1972). Townshed and Flanagan (1976)) defined a local service agency 
as an agency that could serve handicapped children and their families 
in some customary and helpful way and that serves persons who usually 
reside in a local area. 
Waisbren (1980) conducted a study comparing social services 
offered to families of the handicapped in Denmark and in the United 
States. Denmark was found to have a comprehensive program which 
included free medical services, counseling, parent training, home 
nurses, and respite and day care facilities. The United States, in 
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sharp contrast was found to have limited, imcomplete, and uncoordi¬ 
nated services. Parents reported that referral agencies were slow 
overly specialized and that they had to hunt out programs. Of 
the 30 United States parents polled in the study, most accepted the 
inadequate services without question. 
Of the programs available, Low-income families are less likely 
to utilize what services are available. Lawson (1977) devised an 11 
factor scale for detecting families at risk for adapting poorly to 
chronic illness and handicaps. The scale was based on data collected 
at a large upstate New York medical center. The at risk scale included 
four variables directly related to socioeconomic status. It was also 
reported that middle and high income parents were more adept to finding 
financial assistance, knowing its availability, and seeking it out, 
than were low-income parents (Lawson, 1977). 
Financial concerns of low-income families are also intensified 
by the fact that the extra time required to care for a handicapped 
child often prevents mothers from returning to work outside the home. 
Eheart and Ciccone (1982) conducted a study especially designed to 
assess the needs of low-income mothers of developmentally delayed 
young children. Of the 36 respondents, half had been employed before 
the birth, of their child. No mothers continued to work after the 
birth although 10 had planned to return to their jobs. Eight of the 
mothers reported that the inability to return to work increased the 
financial strain on the family. Although the majority of families 
did not report increased financial strain directly related to the care 
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of their handicapped child, their handicapped child indirectly caused 
strain since the mothers were unable to return to work. 
In order to alleviate some of the financial strain, fathers may 
take second jobs. In 20% of the families surveyed by Sultz (1972), 
fathers took a second job in order to maintain the family's previous 
financial status. A second job will most likely cause the father to 
decrease interactions with all members of the family. It will 
increase the interactions between the handicapped child and the mother 
and cause more reorganization problems for all members of the family. 
Social activities are also curtailed, in low-income families. In 
part this is due to the energy and time demands on the parents but it 
is also due to the depletion of funds previously used for social 
activities. Eighty-three percent of the low-income mothers in Eheart 
and Ciccone (1982) study said that time for themselves was very 
important. However, half reported getting this time once in a while 
or hardly ever. The other half were able to get time for themselves 
often or fairly often. Lawson (1977) perceived the substantial 
decline in social activities that she reported to be a direct result 
of the difficulty in finding someone competent and willing to take 
care for a handicapped child. Low-income parents reported having 
little or no money left over for babysitters after meeting day to day 
expenses and medical expenses (Sultz, 1972). 
Reducing medical costs and extending insurance benefits to 
handicapped people was reported as immediate needs of 59% and 56% 
respectively of the handicapped persons surveyed in Vermont 
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(Vermont Association for Retarded Citizens, 1980). Parents need to 
review health insurance to determine what their insurance will cover 
and what benefits will be offered for how long (Barnebey & Ruppert, 
1977). Low-income parents are less likely to be able to afford 
private medical insurance. They may be more dependent on clinics, and 
therefore less likely to receive continuity of care. 
Parents need continued guidance and support and often seek a 
trusted physician. When 36 low-income mothers of handicapped 
children were asked about their relationship with professionals, 52.8% 
stated that no professional had even voiced a concern. Of the 
remaining mothers, 45.4% reported their medical doctors as the most 
concerned (Eheart & Ciccone, 1982). 
Severity of the handicap. In order to adequately assess the 
effect of severity of the handicap on the needs of the family one must 
first have a clear definition of severity. Common classifications of 
severity include mildly handicapped, moderately handicapped, and 
severly handicapped or multiply handicapped. In the United States 
today there are approximately 7,887,000 handicapped children aged 0-19 
(United States Bureau of Education, 1976). These children generally 
fall into one or more of four categories: cognitive, orthopedically, 
sensory, or emotionally handicapped. These four categories can be 
further divided into eight sub-categories: mentally retarded, 
learning disabled, speech impaired, hearing impaired, visually impaired, 
behavior disordered and multiply handicapped (Blackhurst and Berdine, 
1981). The largest group is speech impaired, who include 3.5% 
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all children 0-21, followed by learning disabled 3.0% and mentally 
retarded 2.3%. The group with the lowest rate of incidence is 
multiply handicapped with .06%, preceded by visually impaired .1% 
and orthopedically handicapped .5%. 
There is general agreement that the largest group, speech impaired 
is the least impaired, while the smallest group, multiply handicapped 
is the most impaired group. However, even within groups there are 
wide ranges of severity. The range of retardation is from mild to 
severe with I.Q. as the general determinant. The range for severity 
of handicap for orthopedically impaired individuals is determined 
degree of mobility. The visually and hearing impaired also range from 
mild to severe by handicapped depending on the amount of loss of sight 
or hearing. 
Comparing handicapping conditions to determine severity. 
Severity can also be determined by comparing handicaps to determine 
which has a more profound disabling effect on the individual. For 
example, one can compare the effects of a mild hearing loss to the 
effects of mild retardation, and readily see that the literature 
generally agrees that retardation is a more disabling handicap (Farber, 
1968). But other handicapping conditions are not as easily compared. 
Educational placement as a determinant. In order to avoid some 
of the ambiguous and amorphous nature of defining severity, researchers 
have adopted the use of educational placement or educational need to 
determine severity. Deno's (1973) Casade of Services named and 
described 10 educational placements which range from the least 
restrictive to the most restrictive settings. Deno's Casade is 
illustrated in Figure 2 below: 
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Levels one to four are all modifications within the regular class 
setting, with various amounts of supportive services for the child. 
Mainstreaming or the movement to educate the handicapped child in the 
least restrictive environment, coupled with federal laws such as 
Public Law 94-142, the Education for All Handicapped Children Act, 
have increased the number of children presently placed in levels one 
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to four. Placement in levels five to ten are most often reserved for 
children with moderate to severe handicaps (Deno, 1973). 
Environmental considerations: In addition to incidence and 
educational placement, environment must also be considered in assessing 
the severity of a handicap. A mild hearing loss can, for example, 
generally be remediated by placement of the child in the front of the 
classroom, closer to the teacher. Accessible restrooms, aisles, 
curbs, and doorways can lessen the severity of the impact of the 
handicap of an orthopedically handicapped person confined to a 
wheelchair. Early childhood education has now been demonstrated to 
aid the development of the hearing impaired (Horton, 1976), the 
visually impaired (Fraiberg, 1975), the physically disabled child 
(Koch, 1958), the mentally retarded (Hayden, Morris, & Bailey, 1977) 
and the multiply handicapped child (Appell, 1977). There is also 
evidence that early childhood education may aid the learning disabled 
if the diagnosis of learning disabilities can be made at an early age 
(Wallace & McLaughlin, 1975). 
School placements, however, and inclusion in early education 
programs funded by the local district are influenced by a variety of 
factors. For one, the definition of severity varies from state to 
state. Huberty, Roller and Brink (1980) found wide discrepencies 
between states in their definitions of mental retardation and the 
assessments used to determine retardation. Fifteen of the 41 states 
polled did not include adaptive behavior in their definition of mental 
retardation, although the American Association of Mental Deficiency 
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has included it since 1973. A child may be classified as mentally 
retarded in one state and not another, if I.Q. is the primary 
criterion (Huberty, Koller & Brink, 1980). Historically an 
Intelligence Quotient of below 70 on the Weschler Intelligence Scale 
for Children-Revised, was sufficient to label a child mentally 
retarded. 
Other factors which influence school placement are the 
availability of local services and the degree of participation by the 
parent in making the placement decisions. Studies have indicated 
that parental participation has a positive effect on their child's 
school performance and achievement (Locke, 1976). Parental attitudes 
concerning their child's school have been positively affected by 
increased parental involvement (Lynch, 1976). However, in a study 
conducted by Goldstein and his colleagues (1980), it was shown that the 
Individualized Educational Plan (I.E.P.) conference, the central 
vehicle for making placement decisions, was dominated by the special 
educator, who, in most cases, simply reviewed with the parents a 
previously drawn-up I.E.P. 
The locality of the family may also affect placement decisions. 
Rural areas may decide on more restrictive residential placements as 
a result of the inability to provide adequate services for a single 
blind or deaf student. Low-income families in inner city areas may 
inadvertently deny their handicapped child services due to ignorance 
or lack of funds. These services could hypothetically lessen the 
impact of the handicap for the child. Identifying the preschool 
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handicapped seems even more difficult. At that age level there is 
greater variability in development and less precise measures, as well 
as variability in environmental factors (Lessen & Rose, 1980). 
The definition of severity is complicated and confusing. While 
the degree of severity is generally directly related to the degree of 
normalization experienced by the handicapped child, for families this 
correlation is not always as clear. 
Mentally retarded children. Parents and siblings of mildly 
retarded children reported feelings of pain and ambivalence when 
discussing their mildly handicapped child or siblings. Grossman (1973) 
surveyed college aged siblings of handicapped children. Those with 
mildly retarded siblings reportedly suffered mental anguish over 
their brothers' and sisters' inability to cope socially and 
academically while looking so "normal." They sensed in their 
handicapped siblings a feeling that the handicapped child somehow 
knew he or she was "different" but that he or she did not understand 
exactly what the difference was. The subjects also reported that it 
was important to maximize the differences between themselves and their 
handicapped siblings, which was difficult with such a mildly handi¬ 
capped brother or sister. 
Tew and Lawrence (1973) studied the siblings of 59 children with 
spina bifida and found that siblings of mildly handicapped children 
scored more poorly on tests of emotional adjustment than did the 
siblings of severely or moderately handicapped children. 
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Siblings of Down syndrome children reported that people made 
immediate allowances for their brothers or sisters, which they 
attributed to the fact that Down syndrome is a recognizable cause 
of mental retardation (Grossman, 1973). Siblings of mildly handi¬ 
capped children reported that their brothers and sisters were treated 
cruelly by those who could not detect their sibling's mild handicap 
(Grossman, 1973). 
Emotionally disturbed children. One group of handicapped children 
who have unrecognizable handicaps are the emotionally disturbed. This 
category includes autistic and behaviorally disordered children. 
Holyroyd and McArthur (1980) compared the reactions of 100 mothers of 
autistic children and 100 mothers of Down syndrome children to the 
question of how their handicapped child affected their family. All 
the children were between the ages of 3 and 12 years old. Down 
syndrome children were generally described by their mothers as differ¬ 
ent looking, social, and retarded. Autistic children were described 
as generally attractive, psychotic, and hyperactive. Mothers of the 
autistic group reported more family integration problems then did the 
mothers of the Down syndrome group. Mothers of emotionally disturbed 
children have been reported as being more controlling and intrusive 
when compared to mothers of non-handicapped children (Campbell, 
Scheifer, Weiss & Perlman; 1977). In a study of Steven-Long (1973), 
mothers were shown tapes of children labeled either overactive, average 
active, or underactive. Parents consistently chose the most severe 
punishment for the overactive child. One hypothetical explanation for this 
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reaction may be that it is difficult for parents and the general public 
to excuse inappropriate behavior which appears to have no organic 
etiology or which is given a diagnosis that is exclusionary. 
The explanation may also be rooted in the fact that poor parenting 
was frequently cited as the major cause of autism and other emotional 
disturbances in children. Bettelheim (1972) referred to a poor family 
evironment, Fester (1961) cited poor social conditioning by parents. 
Kanner (1949) and later Meyers and Goldfard (1961), noted that parents 
of emotionally disturbed children often exhibited pathology as individ¬ 
uals or as a marital couple. Arnold (1975) found that parents of emo¬ 
tionally disturbed children experienced guilt and self-blame throughout 
their child's life. Poor explanations of their child's behavior and the 
inability of professionals to answer questions related to the symptoms 
lead parents to seek a variety of treatments including special diets, 
sensory integration and biofeedback just to name a few, in hope of 
finding a "cure." Parents have also been cited as describing themselves 
as overcontrolling in their discipline and management of their child. 
The literature appears to support the notion that psychologically, 
families of mildly handicapped children or children without obvious 
handicaps have the most difficult time adjusting to life with their 
handicapped child. However, quite a different picture evolves in the 
literature, when the question is not the psychological effect but the 
physical and financial burdens on families due to the overwhelming 
amount of time spent in the care and management of the handicapped 
child. 
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Special demands of physically handicapped children. In 1973 
Hunt surveyed families of 77 children with myelomeningocele, all of 
whom lived at home. Fifteen percent of the children were considered 
severely impaired. Severely impaired children were described as 
having no independent mobility, and as having at least one additional 
handicap including retardation, epilepsy, kyphosis, or blindness. 
Parents of this group said their greatest needs revolved around the 
immobility of their child and the frequent disruptions caused by 
hospital visits and stays. Children were deprived of stimulation 
both by confinement within the house and by the limited outdoor 
activities. Little opportunity was available for them to investigate 
and experiment with their environment. Most entered school well 
behind their peers in all areas except language, where their time spent 
with adults was apparent. 
Hunt's families, like Hewitt's (1970) 180 families, reported 
problems in the area of discipline. Mothers in Hewitt' s study 
reported frequent tantrums by their cerebral palsied children. Parents 
used corporal punishment to relieve feelings of anger and frustration 
(Hewitt, 1970). In both studies families reported needs that appear 
to be idiosyncratic to families of orthopedically handicapped children. 
The use and care of specialized equipment is common to children 
with physical handicaps. Wheelchair bound children must be fitted 
regularly for new chairs and other corrective devices which aid in 
ambulation and posture control. One third of the families in Hunt's 
study were forced to move into new housing in order to gain access 
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to barrier free rooms, to be closer to relatives or to be in closer 
proximity to their hospital. Similar findings were reported by Hewitt. 
Lifting of the handicapped children. Lifting was required for 
toileting and bathing. Special care was also necessary afterwards in 
order to prevent infections, sores and rashes in incontinent children. 
Neilsen (1980) completed a longitudinal study of families with a 
child who had spina bifida. He interviewed parents of children at ages 
6 months, 18 months, 3 years old, and 6 years old. Interesting trends 
became apparent at various ages. At 6 months most parents were still 
getting to know their baby due to the amount of time the child was 
hospitalized. At 18 months of age most parents described themselves as 
unprepared for the emotional and physical burdens of nurturing a 
physically handicapped child. They were also concerned about the 
amount of time spent with their handicapped child as compared to their 
non-handicapped child. However, by age six the few parents who had 
been interviewed by Neilsen reported that their lives had settled 
down once again and they felt in control of the situation. 
Summary. While it appears that there is sufficient evidence to 
warrant the statement that all parents of handicapped children 
experience some degree of psychological and physical strain due to the 
birth of their handicapped child (Cummings, 1976; Cummings, Bailey & 
Rie, 1966), the type and severity of the handicap do play a part in 
shaping the character of that stress and strain. While families of 
severely handicapped children experience more physical strains and 
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restraints due to care and management requirements, mildly handicapped 
children may cause increased psychological stress, particularly if they 
have emotional disorders. 
CHAPTER SUMMARY 
This chapter has attempted to answer the following questions: 
1. Are there recognizable stages which the majority of parents 
of handicapped children experience, and which lead to 
adjustment for most parents? 
2. Is there sufficient evidence to warrant the statement 
that families of the handicapped experience more stress 
than families with non-handicapped children and that the 
increased stress is a direct result of the birth of the 
handicapped child? 
3. Do the two variables, socioeconomic status and severity 
of the handicap, affect the needs of the family and if so, 
how? 
4. Are there needs that affect the majority of families at 
specific developmental stages in their child's life? 
The answer to the first question is yes. Families appear to move 
through a series of stages and eventually to a level of comfort with 
their handicapped child. Stages similar in nature were described by 
Robinson and Robinson (1965), Drotar, Baskiewicz, Turner, Kendall, 
and Kraus (1975), Irwin et al. (1976), and Russell (1980). 
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The second question dealt with the amount of stress families with 
handicapped children face. Psychological stresses and management 
stresses were cited in the literature and included additional financial 
burdens (Steven-Long, 1973), discipline and management issues (Hewitt, 
1970), and disruptions in the family structure (Farber, 1968). 
Disruptions in the family structure included marital discord (Boles, 
1974), enmeshed mother/child relationships (Cleavland, 1980), and 
distancing father/child and father/mother relationships (Cummings, 
1976). 
The third question concerned the effects of socio-economic 
status, marital status, and severity of the handicap on the needs of 
the family. Interestingly, more psychological stress was reported 
by families of mildly handicapped children (Tew and Lawrence, 1973), 
while more time was required for care of severely handicapped children 
(Eheart & Ciccone, 1982). As expected low-income families experienced 
more financial stress. In addition, they appeared to be in more need 
of supportive services such as respite care, and coordination of 
services including medical services (Sultz, 1972; Lawson, 1977). 
The last question was an attempt to identify needs of families at 
various stages of their child's life. If needs at each stage could be 
identified for a majority of parents then services could be matched by 
service providers. BeJ.ow is a list of five major needs in the order the 
literature suggests them to be needed by families of handicapped children. 
1. Information. Information was clearly identified as the top 
priority of parents with newly born or diagnosed handicapped children 
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(Irwin et al.f 1976; Pueschel & Murphy, 1976; Svarstard & Lipton, 
1977). Information can be divided into four areas: 
a. characteristics of the handicap 
b. child's social, emotional, physical and intellectual 
development 
c. medical terms frequently used to describe the child's 
handicap 
d. care and use of specialized equipment needed by the 
child 
2. Coordination of Services. Once a diagnosis is made, parents may 
be eligible for services funded by state or federal programs. However, 
many parents, such as those in Waisbren's study (1980) was frustrated 
by the bureaucratic red tape associated with acquiring financial aid 
and social services, (V.A.R.C., 1980). Trained respite care workers 
(Hewitt, 1980) and coordinated medical services (Hewitt, 1980) were 
also reported as need areas by parents. Coordination of services can 
be divided into three areas: 
a. coordination of medical care and related medical services 
b. coordination of social services 
c. coordination of the training of and providing for inexpensive 
respite care workers 
3. Education. Parents are now encouraged to participate in the planning 
of their child's educational program. Participation is required in order 
to comply with Public Law 94-142 (1975) The Education for All Handicapped 
Children Act. Five need areas are included in the education category: 
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a. parents' need for an early childhood program for their 
handicapped child 
b. parents' need for a complete educational battery, explained 
to them in language which they can understand and upon which 
the educational program will be based 
c. parents' need to participate in choosing the appropriate 
placement for their child 
d. parents' need to participate in formulating their childs' 
Individualized Educational Program 
e. parents' need to know their legal rights in the educational 
system 
4. Counseling. Farber (1968) contended that parents of handicapped 
children will need counseling throughout their child's life. A variety 
of reasons for counseling were identified in the literature including 
marital conflicts (Granat, 1978), sibling conflicts (Grossman, 1973), 
family conflicts (Cleavland, 1980), and discipline and management 
conflicts (Erickson, 1974). Seven couseling needs were identified: 
a. counseling to better manage and discipline the child 
b. counseling for the handicapped child 
c. counseling for siblings of the handicapped child 
d counseling for one parent only, usually the mother 
e. family counseling 
f. a parent group to share concerns and feelings with 
g. marital or couple counseling for spouses of a handicapped 
child 
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5. Planning for the Future. The final need area was planning for the 
future. Parents of handicapped children now realize that handicapped 
children grow to become adults and as such they have occupational 
choices to make, as well as choices about living arrangements, marriage, 
and family planning. Five need areas were identified by parents in the 
category of planning for the future: 
a. need for a thorough vocational assessment of the handicapped 
child, from which occupational choices may be made 
b. need for vocational counseling fo the handicapped child 
beginning at an early age and lasting throughout his/her 
school years 
c. need for assistance in finding a job for the child once she 
or he comes of age 
d. need for ways to share information with the child about sex 
education and family planning 
e. need to secure adult living arrangements for the handicapped 
child 
These five major need areas served as the basis for the research. 
CHAPTER III 
RESEARCH DESIGN 
Introduction 
The study attempted to investigate the needs of mothers of the 
handicapped and to discern whether those needs were influenced by the 
age of the child, and or the severity of the handicap. A secondary 
question was also investigated: to what degree were the needs of the 
mothers being met? 
Data were collected using a set of questions developed by the 
author which were based on the needs identified in the review of the 
literature. The needs fell into five major areas: 1) Information 2) 
Coordination of Services 3) Education of the Handicapped Child 4) 
Counseling and 5) Planning for the Future of the Handicapped Child. Each 
major area contained from three to seven specific areas of concern. 
Four hypotheses were formulated to examine the relationships among 
the data collected. 
Hypotheses 
The first hypothesis addressed the relative importance to the 
mothers of the five need areas as a function of the age of the child. 
I. The relative importance of the five need areas varies signifi¬ 
cantly as a function of the age of the child. Researchers including 
Farber (1968) and Neilsen (1980) have suggested that parental needs 
evolve and change during the process of adustment and at critical 
times in the life cycle of their handicapped children. 
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For the purpose of investigating hypothesis one mothers were 
divided into five groups according to the age of their child. Those 
five groups were: 
1. 0-2 years of age 
2. 3-5 years of age 
3. 6-9 years of age 
4. 10-13 years of age 
5. 14-21 years of age 
This hypothesis was then tested in two ways: By examining the need 
ratings and by examining the rankings. In the second set of analysis 
hypothesis one would read: The relative importance . Each 
sub-hypothesis would then read: The (need areas) would be ranked as 
significantly more important. 
The second hypothesis addressed the issue of how well the mothers 
perceived their needs were met as a function of the age of their child. 
II. Mothers perception of how well needs were met varies 
significantly as a function of the age of their child. This hypothesis 
was tested by examining the ratings of mothers in each of the five 
groups listed above. 
The third hypothesis addressed the needs of mothers as they 
related to the severity of their childs' handicapping condition. 
III. Mothers perception of need varies significantly as a 
function of the severity of the child's handicapping condition. 
A. Mothers of mildly handicapped children would rank counseling 
significantly more important than mothers of moderately or 
severely handicapped children. 
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B. Mothers of severely handicapped children would rank coordi¬ 
nation of services significantly more important then mothers 
of mildly or moderately handicapped children. 
Families of severely handicapped children generally require more 
medical and educational services (Hewitt, 1973; Hunt, 1970). Mothers 
of mildly handicapped children have been noted as having more 
difficulty adjusting psychologically and emotionally (Grossman, 1973; 
Tews & Lawrence, 1973). For the analysis of this hypothesis each 
mother was placed into one of these groups; mild, moderate, severe. 
Placement was based on the information obtained above their child 
and then applying the criteria in Figure 3. 
The fourth hypothesis was similar to the first hypothesis, that 
is that the age of the child influences mothers perception of the 
importance of the need areas. 
IV. Within a given age range mothers perception of the import¬ 
ance of the need would vary significantly. Data from the rankings 
were used to analyze this hypothesis. 
Subjects 
Fifty families, all residents of a rural Northeast county with a 
population of 10,000, participated in this study. An attempt was 
made to include fathers in the study. However, so few fathers were 
available that mothers data only were used in the study. All mothers 
in the study met the following criteria: 
1. They had a handicapped child between the ages of 0-21 years 
of age. 
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2. The child had one of the following handicapping conditions: 
a. mental retardation 
b. orthopedic handicap 
c. brain damage 
d. learning disability only if diagnosed by a psychologist 
or other authorized personnel 
e. multiple handicaps 
f. emotional disturbance including autism and behavior 
disorders 
3. The child resided with his or her family at the time of the 
study. The child may have been previously institutionalized 
or hospitalized. 
4. The child may be an adoptive or biological child but not a 
foster child. 
Two demographic variables and one characterological variable were 
selected for inclusion in this study: 
Socioeconomic Status: In accordance with general population 
figures one half of the families in this county were of middle S.E.S., 
one third were of low S.E.S., and one sixth were of high S.E.S. 
Socioeconomic Status was determined by using Hollingshead's 1975 Four 
Factor Index of Social Status. 
Severity of the Child's Handicap: A little over one half of the 
mothers in the study had a mildly handicapped child. Roughly one third 
had a moderately handicapped child and one sixth had a severely handi¬ 
capped child. Severity was determined by using the following criteria: 
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!• Intellectual functioning - Revised special education 
classifications were used to determine degree of 
intellective impairment. (Grossman, 1977) 
2. School Placement-Deno's Casade of Services was used to 
determine restrictiveness of placement. This included 
early childhood placements. 
3. Number of concomitant handicapping conditions. 
4. Degree of mobility. 
5. Health Impairment - Presence of chronic illness which 
requires frequent hospitalizations or daily medications. 
6. For the purpose of this study the criteria have been 
summarized in the Grid (Figure 3) which was used to obtain 
an overall rating from 1-30 for each child. Children 
receiving ratings from 1-10 were considered mildly handicap¬ 
ped. Children with ratings from 11-20 were considered 
moderately handicapped. Children with ratings from 21-30 
were considered severely handicapped. 
Mothers were asked to sign a release to review school records 
in order to determine severity of the handicap (see appendix I). 
When necessary the author administered an appropriate intelligence 
test in order to determine intellective functioning used to determine 
severity. Severity of each child's handicapping condition was 
determined subsequent to the interview so as not to influence the 
author. 
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DETERMINING SEVERITY OF THE HANDICAP 
I. TNIFTIJOTTR 2-6 II. GASS HLACEPENT 1-6 
WISC-R PrafoLn 
Mild MDdsmtB Severe 
55-60 54-40 39-20 
1x2 2x2 3x2 
i 
Fteg. Class 
C.T. Ser. 
1 
Rag. Class 
Itinert 
2 
Rag. Class 
Rss. Ram 
3 
Special Class 
Fart Tiire Fteg 
4 
FUll-Tine 
Class 
5 
Special 
lay Sch 
6 
1 
2 
3 
4 
5 
6 
7 
8 
9 
10 
— 
63a 
III. MBUJIY 2 ”6 IV. CENMIANr HANDICAPS 
INULIEES PFCCR HANDICAP 
Natf Limtaticns 
ifi. Can't Rn 
1x2 
r^teeds Assistance 
to be Mobile 
2x2 
Wneeldair 
Bound 
3x2 
Tto 
1x2 
Three 
2x2 
Mace than three 
3x2 
1 
2 
3 
4 
5 
6 
7 
8 
9 
10 
— 
63b 
V. HEALTH: CAN IK 
CAKER, CUCENE 
IDEE EEUEESY, DIAEEIES 
[?L HEEKT DISEASE, Tbtal 
md 
1-10 
Moderate 
11-20 
Severe 
21-30 
Che 
Health Problem 
1x2 
TWd 
Health Rrcblems 
2x2 
Three 
or mere 
3x2 
1 
• 
2 
3 
4 
5 
6 
7 
8 
9 
10 
64 
Mothers were recruited by word of mouth, by previous contact 
with the author and by advertisements placed in local papers. 
Figure 4 is a sumnary sheet on each child whose mother partici¬ 
pated in the study. 
Setting 
All but two of the mothers were interviewed by the author in 
their home. The home was chosen since it is most convenient for the 
mothers. If they preferred another setting that was more convenient 
and which permitted the author to meet the handicapped child, then 
that setting was used. 
The author who conducted all interviews is presently a doctoral 
candidate at the University of Massachusetts in the Counseling 
Psychology Department. 
Ins trument ation 
Each mother was given a series of 5" x 8" cards which were 
designed by the author. The cards were in five sets. Each set was 
based on a need area. The numbers given are simply for the reader's 
benefit. The need areas were not numbered on the actual cards. A 
copy of all the cards can be found in Appendix 3. 
Area I. Information 
Sub-Areas A. Need for information regarding my child's handicap and 
its characteristics. 
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FIGURE 4 
Summary Information on Subjects 1 Handicapped Child 
No. Age 
Marital 
Status 
Mother 
Type of 
Handicapping Condition 
Severity 
of 
Handicap 
Socio-Economic 
Status of 
Parents 
1. 17 Married Brain Injured Mild Middle 
2. 15 Married Brain Injured Mild Middle 
3. 21 Single Down syndrome Mild Low 
4. 17 Married Down syndrome Mild Low 
5. 19 Married Down syndrome Mild Middle 
6. 15 Married Autism Mild Middle 
7. 15 Married Spina Bifida Moderate Middle 
8. 14 Married Mental Retardation Mild Middle 
9. 17 Married Emotionally Disturbed Mild Middle 
10. 15 Married Mental Retardation Mild Middle 
11. 20 Married Down syndrome Mild 
High 
12. 15 Married Cerebral Palsy Mild 
Middle 
13. 11 Single Cerebral Palsy Mild 
Middle 
14. 10 Married Down syndrome Mild 
Middle 
15. 12 Married Seckle syndrome 
Moderate Middle 
16. 13 Married Mental Retardation 
Mild High 
17. 12 Married Mental Retardation 
Mild Middle 
18. 12 Married Learning Disabled 
Mild High 
19. 12 Married Down syndrome 
Mild Middle 
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No. Age 
Marital 
Status 
Mother 
Type of 
Handicapping Condition 
Severity 
of 
Handicap 
Socio-Economic 
Status of 
Parents 
20. 12 Married Down syndrome Mild Middle 
21. 12 Married Brain Injured Moderate Middle 
22. 13 Married Down syndrome Mild Middle 
23. 13 Married Down syndrome Mild Middle 
24. 7 Married Mental Retardation Mild Low 
25. 6 Married Cerebral Palsy Mild Low 
26. 9 Married Down syndrome Mild High 
27. 6 Single Down syndrome 
(Multiply Handicapped) 
Moderate Low 
28. 7 Single Cerebral Palsy Mild Low 
29. 7 Married Cerebral Palsy Moderate Low 
30. 9 Married Cerebral Palsy 
(Multiply Handicapped) 
Severe Middle 
31. 7 Married Down syndrome Mild Middle 
32. 6 Single Spina Bifida 
(Multiply Handicapped) 
Severe Low 
33. 3 Single Brain Injured 
(Multiply Handicapped) 
Severe Low 
34. 5 Married Brain Injured 
(Multiply Handicapped) 
Severe Low 
35. 4 Married Cerebral Palsy Moderate High 
36. 5 Married Brain Injured 
(Multiply Handicapped) 
Severe High 
37. 4 Single Autism Moderate 
(Possibly Brain Damage) 
Low 
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No. 
Marital 
Status 
Age Mother 
Type of 
Handicapping Condition 
Severity 
of 
Handicap 
Socio-Economic 
Status of 
Parents 
38 5 Married Rubenstein Tabbeys 
syndrome 
Severe Low 
39 5 Married Cerebral Palsy Moderate High 
40 5 Married Brain Injured Mild Middle 
41 4 Married Down syndrome Mild Middle 
42 4 Mos. Married 
Old 
Down syndrome Mild Middle 
43 10 Mos. Single 
Old 
Cerebral Palsy Severe Low 
44 1 Married Brain Injured 
(Multiply Handicapped) 
Severe Low 
45 16Mos. Married 
Old 
Cerebral Palsy Moderate Middle 
46 1 Single Down syndrome Moderate Low 
47 6Mos. Single 
Old 
Brain Injured Severe Low 
48 2 Single Brain Injured Moderate Low 
49 2 Married Cerebral Palsy Moderate Middle 
50 1 Married Spina Bifida Moderate High 
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Area II. 
Sub-Areas 
Area III. 
Sub-Areas 
B. Need for information regarding my child's motor, social 
and emotional development. 
C. Need for information regarding the use and meaning of 
medical terms frequently used to describe my child's 
handicap. 
D. Need for information regarding the care and use of 
specialized equipment necessary for my child's health 
and comfort or to insure greater freedom of movement. 
Coordination of Services 
A. Need for coordination of respite care and respite care 
workers. 
B. Need for coordination of social services. 
C. Need for coordination of medical care and related 
services. 
Education 
A. Need for an early essential education program for my 
child. 
B. Need for complete, updated testing on my child. 
C. Need to participate in choosing an appropriate placement 
for my child. 
D. Need to be aware of my legal rights in the educational 
system 
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E. Need to take part in the development of my child's 
Individualized Educational Plan as required by P.L. 
94-142. 
Area IV. Counseling 
Sub-Areas A. Need for counseling to better learn how to discipline 
and manage my child. 
B. Need for counseling for brothers and sisters of my 
handicapped child. 
C. Need for counseling for myself. 
D. Need for counseling for myself and my spouse or mate. 
E. Need for counseling for my family including extended 
family. 
F. Need for parent group to share information and 
concerns. 
G. Need for counseling for my handicapped child. 
Area V. Planning for the Future 
Sub-Areas A. 
B. 
C. 
D. 
Need for ways in which I can share information and 
discuss with my child issues including dating, marriage, 
sex education, and family planning. 
Need for assistance in finding a job for my child when 
she/he comes of age. 
Need for a vocational assessment of my child. 
Need for vocational counseling for my child. 
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E. Need to learn about and eventually secure adult 
living arrangements for my child, which may include 
an apartment, group home, an institution, and/or 
living with another relative. 
Procedure 
Upon arriving at the study site, mothers were asked general 
information regarding their handicapped child and themselves (See 
Appendix 4 for specific questionnaire). They were then asked to 
sign an informed consent to participate in the study form (See 
Appendix II). Mothers were then told the following: 
I am interested in learning more about the needs of families 
with handicapped children. I will be showing you a series of 
cards with various needs typed on them. I want you to rate 
those needs according to how important they are to you on a 
scale of 1-9. One will be not important at all, 5 moderately 
important and 9 very important. You may choose any of the 
numbers in-between also. Next on the same 1-9 scale I want you 
to rate how well that need is being met. One will represent 
not being met at all, 5 sufficiently well met and 9 completely 
well met. Again, you may choose any of the numbers in-between. 
There are no right or wrong answers. It is only the way you 
feel personally. 
The cards were then spread before the subjects in random order and 
read aloud once by the author. The directions were then repeated. 
If a mother misread a card the author reread the card correctly. If 
a mother asked the meaning of a word, the author gave a simple defini¬ 
tion or phrase to describe the word. A card was also presented with 
the scale 1...5...9 and the relative rating of each numbers to remind 
parents of the meaning for the ratings for both phases of the 
interview. 
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Once mothers completed all five sets of cards, five new cards 
were shown to them, in random order, that had the five major need 
areas typed on them. The mothers were then given the following 
instructions: "Based on your current needs rank the importance from 
1-5 of each of these five major need areas, 5 being least important 
to one most important." 
Data from each phase of the interview were recorded by the 
author onto a data sheet (See Appendix 5). The mother was given a 
number beginning with 01. The data sheet was then attached to the 
information sheet. 
CHAPTER IV 
Results 
Hypothesis I. The first hypothesis tested the importance to 
mothers of the five need areas, as a function of the age of their 
child. Importance of each need area was measured in two ways; first 
with the ratings and secondly with the rankings. The ratings 
measured how needed each of the sub-areas were to mothers on a scale 
°f l-9, one meaning not needed to nine very much needed. The 
rankings were forced choice, and asked mothers to rank the most 
important (1) to least important (5) need area considering their 
child's needs at the present time. 
Table 1 is the median ratings by age group of the five need 
areas. These descriptive data were used to suggest other analyses. 
Table 1 
Median Ratings by Age Group of Each of The Five Need Areas 
N=50 
Age induction 
Planning For 
The Future Counseling 
Coordination 
of Services Information 
14-21 1.25 2.0 4.2 2.7 3.5 
10-13 1.50 2.0 4.0 4.5 3.0 
6-9 2.00 3.0 4.5 3.5 2.0 
3-5, 1.50 2.5 5.0 2.0 3.0 
0-2 r 3.00 2.0 5.0 2.0 1.5 
Key: 1 most important 5 least important 
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In Table 1, median ratings by age groups, the rating of one 
represented the most important need area and five the least important 
need area. In general education was rated as the most important need 
area (by 4 of the 5 age groups). Counseling was rated the least 
important need area by four of the five age groups. 
Two sets of Kruskal-Wallis tests were performed in order to 
test the first hypothesis. Table 2 is a summary of the first set of 
tests. In this analysis the ratings (1-9) of mothers in each of the 
need areas (Education, Planning for the Future, Counseling, Coordi¬ 
nation of Services and Information), and among each age group (14-21, 
10-13, 6-9, 3-5, 0-2) were examined. 
Table 2 
Kruskal-Wallis tests using Rank Orders of Need Ratings in Each Age 
Group (5 Variables) and Examining One Need Area for Each Test 
N=50 
Need Area H D.F. Significance 
Education 43.80 4 .001 
Planning For the 
Future 9.64 4 .05 
Counseling 6.62 4 N.S. 
Coordination of 
Services 16.91 4 .001 
Information 8.56 4 N.S. 
In three needs areas (Education, Planning for the Future, and 
Coordination of Services), mothers with children in certain age 
groups rated one or more of the need areas significantly more needed 
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than did mothers with children in other age groups. Wilcoxon Rank- 
Sum tests were performed in order to identify the source(s) of the 
significant Kruskal-Wallis results. Results indicated that mothers 
of older children (14-21 year olds and 10-13 year olds) rated 
Education significantly more needed than did mothers of 0-2 year old 
children. No other differences were significant. 
Table 3 lists the median rankings by mothers, by age groups, of 
each of the five need areas. 
Table 3 
Medians Rankings of Mothers by Age Group of Each of the Five Need 
Areas N=50 
Age Group Education 
Planning For 
The Future Counseling 
Coordination 
of Services Info. 
14-21 2.0 2.5 4.0 4.0 3.0 
10-13 1.0 2.0 4.0 3.0 3.0 
6-9 1.0 4.0 4.0 3.0 2.0 
3-5 1.0 5.0 4.0 2.0 3.0 
,0-2 1.5 5.0 4.0 2.0 1.0 
Key: 1 Most Important 5 Least Important 
Descriptive data from the rankings showed patterns similar to 
descriptive data from the ratings (Table 1). Education was ranked 
the most important need area by 3 of the 5 age groups of mothers. 
Counseling was ranked the least important need area by 3 of the 5 age 
groups of mothers. 
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Kruskal-Wallis tests were performed using the rankings (1-5) in 
each age group and one need area (Education, Planning for the Future, 
Counseling, Coordination of Services and Information) at a time. 
Table 4 provides a summary of the results. 
Tabl.e 4 
Kruskal-Wallis Tests Using Rankings in Each Age Group (5 Variables) 
and Examining One Need Area For Each Test. 
N=50 
Need Area H D.F. Significance 
Education 8.90 4 N.S. 
Planning For 
The Future 29.65 4 .001 
Counseling 4.42 4 N.S. 
Coordination 
of Services 11.05 4 .05 
Information 17.22 4 .01 
In three areas (Planning for the Future, Coordination of Services 
and Information) mothers with children in certain age groups ranked 
one of the need areas significantly more important, than did mothers 
in other age groups. Education and Counseling did not differ signi- 
cantly among age groups. The majority of mothers ranked Education 
an important need area and counseling not important. 
Wilcoxon Rank-Sum tests were performed in order to identify the 
source(s) of the significant Kruskal-Wallis results. Results indicated 
that mothers of 14-21 year old children and mothers of 10-13 year old 
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children ranked Planning for the Future significantly more important 
than did mothers of 0—2 and mothers of 3—5 year old children. Mothers 
of 14-21 year old children also ranked Planning for the Future 
significantly more important than did mothers of 6-9 year old 
children. 
Mothers of 0-2 year old children and mothers of 3-5 year old 
children ranked Coordination of Services significantly more important 
than did mothers of 14-21 year old children. In general mothers of 
children in the younger age groups ranked Coordination of Services 
more important than did mothers of older aged children. However, 
there were no significant differences. 
Mothers of children with 0-2 year old children ranked Information 
significantly more important than did the mothers in each of the 
other four age groups (14-21, 10-13, 6-9, 3-5). 
Hypothesis II. The second hypothesis was that mothers perception 
of how well their needs were met in each of the five need areas, 
would vary significantly as a function of the age of their child. 
The data for this hypothesis came from the first part of the 
interview in which mothers were asked first to rate how well each 
need was being met. Met ratings were converted into ranks. The 
lower the rank the better the needs were perceived to be met by 
mothers. 
Table 5, median met rankings, is descriptive data by age groups 
of each of the five need areas of Education, Planning for the 
Future, Counseling, Coordination of Services and Information. 
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Table 5 
Median Met Rankings By Age Group of Each of the Five Need Areas 
N=50 
Groups By Age Education 
Planning 
For Future Counseling 
Coordination 
of Services Info. 
14-21 1.25 3.7 4.0 3.25 2.0 
10-13 1.25 4.0 4.0 3.0 3.0 
6-9 3.50 3.5 5.0 3.0 3.0 
3-5 1.00 5.0 4.0 3.0 2.0 
0-2 3.00 5.0 4.0 2.0 2.0 
Key: 1 Well Met 5 Unmet 
In general the Education area was ranked well met and the 
Counseling area not well met. 
Kruskal-Wallis tests (5) were computed to test this hypothesis. 
Table 6 provides a summary of the results. 
Table 6 
Kruskal-Wallis Tests Using Met Rankings in each Age Groups (5 
Variables) and Examining One Need Areas for Each Test. 
N=50 
Need Area H D.F. Significance 
Education 11.10 4 .05 
Planning for the 
Future 24.17 4 
.001 
Counseling 3.67 4 N.S. 
Coordination of 
Services 4.19 4 
N.S. 
Information 6.72 4 
N.S. 
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Significant differences were found for two areas, Education 
and Planning for the Future. Mothers with children in certain age 
groups rated Education and Planning for the Future significantly 
less well met than did mothers in other age groups. The Counseling 
need area was not rated as well met by mothers in any age group. 
Wilcoxon Rank-Sum tests were performed in order to identify the 
sources(s) of the significant Kruskal-Wallis results. Results 
indicated that mothers of 3-5 year old children rated the education 
need area significantly better met than did mothers of 6-9 year old 
children. 
Mothers of 14-21 year old children, 10-13 year children and 6-9 
year old children rated the need area of Planning for the Future 
significantly better met than did mothers of 3-5 year old children. 
Mothers of 10-13 year old children rated that area significantly 
better met than did mothers of 6-9 year old children. 
Hypothesis III. The third hypothesis was that mothers perception 
of need varied as a function of the severity of their child's handi¬ 
capping condition. 
For the purpose of this hypothesis the mothers were organized 
into three groups: 
Group 1: Mildly Handicapped Child (N=28) 
Group 2: Moderately Handicapped Child (N=13) 
Group 3: Severely Handicapped Child (N=9) 
Median need ratings were calculated for each of the three groups 
These descriptive data were used to determine statistical procedures. 
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Table 7 provides a summary of the medians. 
Table 7 
Median Need Ratings by Handicapping Condition of Each of the Five 
Need Areas. 
N=50 
Group Education 
Planning For 
The Future Counseling 
Coordination 
of Services Info. 
Mild 1.0 2.0 4.0 3.0 3.0 
Moderate 2.0 4.0 4.0 2.0 2.0 
Severe 1.5 5.0 4.0 2.0 2.0 
Key: 1 Most Needed 5 Least Needed 
Kruskal-Wallis tests were computed to determine if significant 
differences in ratings were obtained among the three groups of mothers, 
in any of the five need areas. Table 8 provides a summary of the 
results. 
Table 8 
Kruskal-Wallis Tests Using Ratings of Mothers in Each of the Three 
Groups (Mild, Moderate and Severe) and Examining One Need Area for 
Need Area H D.F. Significance Level 
Education 1.11 4 N.S. 
Planning For 
The Future 13.56 4 .01 
Counseling 1.76 4 
N.S. 
Coordination 
of Services 6.85 4 
N.S. 
Information 10.44 4 
.05 
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Significant differences were found for two areas. Planning for 
the Future and Information. Mothers of children in one group rated 
one or both of these need areas significantly more needed than did 
mothers with children in either of the other two groups. 
Wilcoxon Rank-Sum tests were performed in order to identify 
the source(s) of the significant differences among the groups compared 
in the area of Information. Mothers of mildly handicapped children 
did rate Planning for the Future significantly more needed than did 
mothers of either moderately or severely handicapped children. 
Hypothesis IV. The fourth hypothesis was that within a given 
age range, mothers perception of the importance the different areas 
of need would vary significantly. 
The statistical test for this hypothesis were the Friedman Two- 
Way Analysis of Variance by Ranks, followed by a series of Wilcoxon 
Matched-Pairs Signed Rank tests. Table 9 is a summary of the results 
of the Friedman tests. 
Table 9 
Friedman Tests Comparing Differences Within Age Groups of Rankings 
of the Five Need Areas. N=50 
Age Group N Chi Square D.F. Significance Level 
14-21 12 20.0 4 .001 
10-13 11 13.0 4 .02 
6-9 9 13.78 4 .01 
3-5 9 14.1 4 .01 
0-2 9 26.01 4 .001 
Critical Value .02 = 11.67 
Mothers in each age group ranked at least one area significantly 
more important than did mothers in the other four age groups. To 
determine the sources of the significance, Wilcoxon-Rank Signed Tests 
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were performed comparing each need group to the other four across the 
five age groups. Table 10 is a surrmary of the results. 
Table 10 
Wilcoxon Pair-Signed Ranks Tests Comparing Ten Need Areas Across Each 
of the Five Age Groups. 
AGE GROUPS 
. 14 21 
i
 
o
 
t—i
 13 6-9 3- 5 0-2 
NEED AREA N= 12 N= 11 N=9 N= 9 N=9 
„ T S T S T S T S T S 
Education vs Planninc 
For the Future 
3 
34 N.S. 8 .05 1 .01 0 .01 0 .01 
Education vs 
Counseling 0 .01 0 .01 0 .01 0 .01 3.5 .05 
Education vs 
Coordination of 
Services 0 .01 5 .01 9 N.S. 15 N.S. 20 N.S. 
Education vs 
Information 6 .01 3.5 .01 10.5 N.S. 9 N.S. 9 N.S. 
Planning for Future 
vs Counseling 0 .01 2 01 9 N.S. 13.5 N.S. 3.5 .05 
Planning for Future 
vs Coordination of 
Services 4.5 .01 17 N.S. 12 N.S. 0 .01 0 .01 
Planning for Future 
vs Information 7 .02 13.5 N.S. 13.5 N.S. 0 .01 0 .01 
Counseling vs 
Information 31.5 N.S. 34 N.S. 2 .01 2 .01 1.5 .01 
Coordination of 
Services vs 
Information 43.5 N.S. 22.5 N.S. 19.5 N.S. 12 N.S. 10 N.S. 
Counseling vs 
Coordination of 
Services 22.5 N.S. 21 N.S 0 .01 0 .01 
2.5 .01 
Two Tailed Test L 
CHAPTER V 
CONCLUSIONS 
Discussion 
The present study investigated the needs of mothers of 
handicapped children and how those needs were affected by the 
variables of the child's age and the severity of the handicap. The 
study asked the questions, what do mothers perceive their needs to 
be and how well do they perceive these needs to be met? 
The study focused on two groups: the sample divided into three 
groups dependent on the severity of the child's handicapping condition; 
and the sample divided into five groups dependent upon the age of the 
child. 
The sample consisted of fifty mothers who were recruited primarily 
by word of mouth. The researcher met with each mother for an interview 
which took approximately 2 to hours. The interview consisted of a 
structured questionnaire followed by a discussion and an information 
gathering session. While the anecodotical excerpts from the discus¬ 
sions were not included in the results sections they are included in 
the section following a discussion of each of the hypotheses. 
Hypotheses 
Hypothesis I. The first hypothesis tested the importance to 
mothers of the five need areas, as a function of the age of their 
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child. This was measured in two ways; first with the ratings and 
secondly with the rankings. 
A. Ratings. The ratings measured how needed each of the 
sub-areas were to mothers on a scale of 1-9. Nine represented a 
highly needed area while one an unneeded area. This hypothesis was 
accepted in three need areas and rejected in two need areas. 
Education, Planning for the Future and Coordination of Services showed 
significant differences in need as a function of the age of the child. 
Mothers of 14-21 year olds, 10-13 year olds and 3-5 year olds 
rated Education significantly more needed than did mothers of 0-2 
year olds. All mothers of school age children (3-21), except mothers 
of 6-9 year olds, rated Education significantly more needed than did 
mothers of non-school age children (0-2). Overall mothers in this 
study believed Education to be extremely important. 
Mothers of both 14-21 year olds and 10-13 year olds rated 
Planning for the Future significanly more needed than mothers of 
6-9 year olds. However, they did not rate it significantly more 
needed than the mothers of 3-5 year olds and 0-2 year olds. Table 1 
indicated that even mothers of very young children rated this area 
highly needed. Lawson (1977) reported that parents of very young 
children think about their child's future constantly. This was 
supported by the present study. 
One additional area showed a significant main effect; 
Coordination of Services, however there were no significant 
differences between the pairs tested. In general mothers of 
young children rated this area more needed than did mothers of 
older children. 
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The need area of Counseling had the lowest H (H=6.68) (see 
Table 2). The median scores fell between 4.0 and 5.0 with the 
higher numbers representing least important need areas (see Table 
1). 
B. Rankings. Rankings of need areas were obtained in the 
second half of the interview when mothers are asked to rank order 
the five need areas of Education, Coordination of Services, 
Information, Counseling and Planning for the Future from one, most 
important, to five, least important, considering their child's needs 
at the present time. 
Significant differences were found as a function of age in three 
need areas: Planning for the Future, Information and Coordination 
of Services. In the area of Planning for the Future, five pairs of 
age groups were compared (See Table 10 ). Mothers of 14-21 year olds 
ranked Planning for the Future significantly more important than 
did mothers of 0-2 year olds, 3-5 year olds, and 6-9 year olds. 
Mothers of 10-13 year olds also ranked Planning for the Future 
significantly more important than did mothers of 0-2 year olds and 
mothers of 3-5 year olds, but not significantly more important than 
did mothers of 6-9 year olds. While mothers of young children may 
think about their child's future when they were forced to rank the 
need areas, Planning for the Future was ranked much lower than the 
two need areas of Coordination of Services and Information which 
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were identified in the literature as more important to parents of 
young children. 
Six age pairs of rankings were compared in the area of 
Coordination of Services. Mothers of 0-2 year olds and mothers of 
3-5 year olds both ranked this need area significantly more important 
than did mothers of 14-21 year olds (See Table 10). 
The other need area that appeared to be extremely important to 
mothers of young children was the Information need area. Mothers of 
0-2 year olds ranked this need area significantly more important 
than mothers of all of the other four age groups. Irwin (1976), 
Pueschel and Murphy (1976) and Svarstard and Lipton (1977) all identi¬ 
fied this area as a "critical" need of parents of new born and very 
young handicapped children. Honest and understandable information 
gives parents the tools to make decisions, control their lives and 
predict events which are likely to happen. Likewise, mothers need a 
developmental framework in order to gauge milestones in their 
child's development (Tymchiack, 1975). From the results of the 
present study one can conclude that information is critical to mothers 
of 0-2 year olds. 
The trends in this hypothesis were that mothers of school age 
children rated Education as highly needed. Furthermore, that the 
issues of dating and marriage, securing a job and finding suitable 
living quarters in the future are concerns that all mothers, even 
mothers of very young children are thinking about all the time. 
However, while those concerns remain top priority for mothers of 
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older children they take a back seat, for mothers of young children, 
whose more pressing needs on a daily basis include finding qualified 
respite care (Coordination of Services) and up-to-date information 
about their child's handicapping condition (Information). 
Hypothesis II. The second hypothesis was that mothers' percep¬ 
tion of how well their needs were met in each of the five need areas, 
would vary significantly as a function of the age of their child. 
Data for this hypothesis came from the first part of the interview in 
which mothers were asked to rate how well each need was being met. 
This hypothesis was accepted in two need areas: Education and 
Planning for the Future. 
In the need area of Education two age group pairs were compared. 
It was found that mothers of 3-5 year olds rated education needs 
as significantly better met than did mothers of 6-9 year olds. It was 
unclear as to the exact reason for this finding. However, new mothers 
whose children enter school for the first time in early childhood 
centers or home based programs may have a better initial reaction to 
school services than mothers of slightly older children who have had 
more experience with school services and school personnel. 
In the need area of Planning for the Future, five age group 
pairs were compared. Mothers of 14-21 year olds rated this area 
significantly better met than did mothers of 0-2 year olds and 
mothers of 3-5 year olds. This is a positive finding, in that 14-21 
year olds are the target population for job training and out of 
home placements. Clearly mothers of young children could not rate 
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these areas as well met as they had not taken advantage of any of 
the services offered either in the schools or in social agencies. 
It was interesting and less positive, however, to note that mothers 
of 6-9 year olds rated Planning for the Future significantly better 
met than did mothers of 10-13 year olds. Mothers in the present 
study did not believe that programs in this area were started early 
enough for their 10-13 year olds. Mothers were particularly 
concerned about their child finding a job which she/he was suited 
for and which she/he enjoyed. One mother noted that she felt this 
area to be poorly handled by the school system and in need of 
redesigning. Overall, Planning for the Future was not rated as 
well met. Median scores ranged from only 3.50 to 5.0 (See Table 5). 
Hypothesis III. The third hypothesis was that, mothers' 
perception of need varied as a function of the severity of their 
child's handicapping condition. The children in the study were 
divided into three groups: Mildly handicapped, moderately 
handicapped and severely handicapped. It was difficult to find an 
adequate definition of these terms for use in the present study. 
The formula that was used was devised by the author and appeared 
to be accurate and useful. 
This hypothesis was accepted in two areas: Planning for the 
Future and Information. However, in the area of Information none 
of the pairs compared differed significantly (See Table 8). 
Three pairs were compared in the area of Planning for the Future. 
Mothers of mildly Handicapped children rated this area significantly 
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more needed than did mothers of moderately or severely handicapped 
children. Mothers of moderately handicapped children rated it more 
needed than did mothers of severely handicapped children though not 
significantly more. 
It was difficult to draw conclusions from these results. It 
did appear that mothers of less severely handicapped children were 
more concerned with the future of their child regardless of the age 
of the child. Several explanations could be offered. One is that 
mothers of mildly handicapped children may view themselves as having 
more choices and therefore more to be concerned about. On the 
other hand, mothers of severely handicapped children may have so 
many pressing every day problems that they may have neither time or 
energy to invest in the planning of the young child's future. 
Mothers of very severely handicapped children may also worry 
about losing their child to health related probelms or to the 
handicapping condition itself, and therefore not give in to thinking 
too much about their child's future. 
Hypothesis IV. The fourth hypothesis was that within a given 
age range, mothers' perception of the importance of the different 
need areas would vary significantly. In all age groups, 14-21, 
10-13, 6-9, 3-5, 0-2, significant differences were found as to 
mothers' perception of the five need areas. To uncover the signifi¬ 
cant areas within each age group each need area was compared to each 
of the other four need areas across each age group using the 
Wilcoxon Pair-Signed Ranks Test. 
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Counseling was ranked the least important need area overall. 
This conclusion was drawn by comparing its relative importance in 
those areas which were not affected by the age of the child, for 
example the need area of Education. Education was ranked as signif¬ 
icantly more important than counseling in all five of the age groups. 
Planning for the Future was ranked significantly more needed than 
was counseling for the 14-21 year olds and the 10-13 year olds. 
Coordination of Services was ranked significantly more needed than 
was counseling for the 14-21 year olds and the 10-13 year olds. 
Coordination of Services was ranked significantly more needed than 
was counseling for the 3-5 year olds and the 0-2 year olds. Coordi¬ 
nation of Services, likewise, was ranked significantly more needed 
than was counseling for the 3-5 year olds and the 0-2 year olds. 
There were no significant differences among age groups between 
Coordination of Services and Information. The explanation for this 
appears simple. For the mothers of older children (10-21) both of 
these areas were ranked relatively low in need. For the mothers of 
younger children (0-5) both areas were ranked relatively high in need 
and thus no distinctions were made. 
While Education was ranked high in need for all five age groups, 
it was not ranked significantly higher than Planning for the Future 
in the 14-21 year old age group, nor was it ranked significantly 
higher than Coordination of Services and Information in the younger 
age groups (0-9). As predicted mothers of young children 0-5 years 
of age ranked Coordination of Services and Information significantly 
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more needed than Planning for the Future. The reverse of that was 
also true. Mothers of 10-21 year olds ranked Planning for the Future 
significantly more needed than either Coordination of Services or 
Information. 
In summary, Planning for the Future was ranked and rated both 
important and needed by mothers of older children (10-21). 
Coordination of Services and Information was both ranked and rated 
important and needed by mothers of young children (0-5). Education 
was ranked and rated important and needed by mothers of all children 
in the present study, while counseling was ranked and rated 
relatively unimportant and unneeded by all mothers in the study. 
One exception was found in the study in regard to the area of 
Counseling. The sub-need which was labeled need for a parent group, 
appeared to be rated significantly higher than the other sub-needs 
in Counseling. In order to test this one additional statistical 
procedure was calculated using the data from all 50 mothers and only 
looking at their response to the sub-need of need for a parent group. 
A test for extreme value was computed (Dixon and Massey Table A-8e) 
and it was found that this sub-area was rated significantly higher 
than the other sub-areas in Counseling, at the .05 level of 
significance. This result is worth noting at this time and will te 
discussed in the next section which is anecdotical excerpts. 
Anecdotical Findings 
While only the results of the questionnaire could be quantified, 
there was valuable information that was shared by mothers in the 
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informal discussion that followed the administration of the question¬ 
naire. This information is presented below and divided by need 
area. 
Information. This need area was divided into four sub-needs 
which included information about characteristics of the handicap, 
child development, medical terms and use and care of specialized 
equipment. Mothers in the present study appeared to either have a 
present need for Information or revealed that they at one time had 
needs in this area which have since been met. One mother in the study 
said: "First I need information to know what's going on, what I can 
expect." When asked to rate the sub-need about medical terms, often 
mothers held up medical dictionaries or pamphlets they had sent away 
for on their own. Mothers frequently mentioned the need for a local 
clearinghouse for information. A local agency, for example, which 
could provide names and addresses of national organizations and 
local groups as well were often cited as needs by mothers in the study. 
Some mothers expressed their concern that physicians still 
withheld information particularly about medications. One mother 
stated that her physician told her she didn't need to know anything 
about her son's medications. In general, the author often believed 
that mothers were still dealing with professionals who were operating 
on outdating assumptions about the handicapped. The most disturbing 
of these reports was shared by the mother of a mildly handicapped 
Downs syndrome child whose physician told her simply not to ask him 
any questions, just to put her son in a home and forget she had him. 
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Mothers also shared frustration from the lack of assessment 
techniques and the lack of local qualified evaluators who could 
place their child in a proper developmental frame. One mother has 
recently traveled to Pittsburgh for an assessment, and other mothers 
reported routinely traveling three to five hours for evaluations. 
Coordination of Services. Coordination of services was sub¬ 
divided into three sub-needs, which included coordination of respite 
care, medical services and social services. Finding good trustworthy 
respite care was reported as a need by many of the mothers in this 
study. While the need was reported as somewhat met, the job of 
respite care was often shared by relatives or by husband and wife 
taking separate time off. One mother said: "I've never had a 
respite worker from outside the family I truly felt was knowledgeable 
enough to leave my son with, I've never felt safe." Mothers reported 
that there was an agency in town that trains and refers respite 
workers, however, mothers reported two problems with the care. 
First was that the respite worker will only care for the handicapped 
child, forcing parents who have additional young children to hire an 
additional care provider for the other children. The second concern 
was that the respite worker may be different each time and that the 
parents did not believe that a relationship between the respite worker 
and themselves or the respite worker and the handicapped child could 
be established. 
Overall, mothers reported they were pleased with the coordination 
of their child's medical care. Mothers reported that their 
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pediatrician kept good records, and gave them copies of reports they 
received from specialists and answered their questions as honestly 
as possible. There are only two pediatricians in this county, however, 
they appear to be serving their patients well. Four mothers of 
orthopedically handicapped children mentioned the need for more 
physical therapy services and suggestions from the physical therapists 
for working at home with their child. Mothers of orthopedically 
handicapped children also mentioned the expense of modifying their 
home and of purchasing new specialized equipment. They often 
mentioned the need for an additional tax exemption or some equivalent 
to offset the cost of raising an orthopedically handicapped child at 
home. 
Education. The Education area was sub-divided into five sub¬ 
need areas which included issues of early education, educational 
assessment, placement, development of individualized education plans 
and legal rights. 
Mothers in the study appeared well informed about their rights, 
their participation in writing Individualized Educational Plans and 
placement issues. They were less satisfied with the educational 
battery their child was administered and most reported not under¬ 
standing the meaning of the scores. One mother said: "There needs 
to be improved testing methods for handicapped children, 
particularly the severely handicapped." 
Mothers of older children (18-21) reported the lack of early 
when their child was young. All agreed that childhood programs 
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this has been an extremely beneficial advance and that it would have 
helped their child greatly if early childhood programs had been 
available to their child. 
Overall, mothers in this study appeared to be pleased with the 
quality of education their child was receiving locally. Mothers 
appeared to be actively involved in the education of their child. 
They also reported being dependent on their schools and its teachers 
for such diverse services as support groups, parent training, and 
guidance in sex education. 
Counseling. Counseling was divided into seven sub-needs which 
includes counseling for various family members, a parent support 
group and counseling strategies for better discipline. 
Although there was a great deal of support in the literature to 
predict that mothers would rate this area as needed, mothers in this 
study rated it as relatively unimportant. It was difficult to explain 
this, however, this is a small community and several mothers reported 
that no one in the area was qualified to counsel parents and siblings 
of handicapped children. Mothers had tried counselors in town and 
reported that they were not sensitive to the needs of families with 
handicapped children. Mothers of young and newborn handicapped chil¬ 
dren reported they had heard this was true from mothers of older 
handicapped children and were reluctant to try counseling. 
Aside from that, most mothers reported finding a great deal of 
inner strength upon the birth of their handicapped child. There 
were so many struggles and decisions early on that I soon knew I 
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would have to learn to fight for everything for my child." Mothers, 
for the most part, carried the burden of responsibility for managing 
the life of the handicapped child and the rest of the family as well. 
Is the mother who must nurture and counsel those around her. As 
one mother stated: who is going to heal the healer, you must learn 
to manage and survive." 
Two parents reported taking formal parent training courses. 
The parents of an autistic child were fortunate in having a behavioral 
consultant, hired by the school, spend a weekend with the family in 
the home to teach the parents systematic behavioral techniques. They 
reported their entire lives are different because of that training. 
Planning for the Future. Planning for the Future was divided 
into five sub-needs. The five included issues around jobs, 
independent living, dating and marriage. Mothers of older children 
found this to be an extremely important need area. While it was 
reported as somewhat well met by mothers of 14-21 year olds, it was 
not reported as well met by 10-13 year olds. This may have been due 
in part to the fact that mothers believed that job training and 
vocational assessments were not available to children in the 10-13 age 
group. 
Mothers were particularly concerned about their child finding a 
job, and were less concerned with getting information about dating, 
marriage and sex education, which they seemed comfortable with. 
Overall, Planning for the Future is an area which appears to 
deserve the attention of our local school and community. Employers 
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must welcome handicapped adults into the work place and we must begin 
to train handicapped persons to do more meaningful work. The 
handicapped should have full access to social activities and athletic 
events. The Special Olyrrpic Program is an extremely well received 
and active group in this community. As one mother stated, whose 
daughter had a long list of friends from special Olympic competitions: 
"now the phone rings for Anne." 
Usefulness of the Study. The present study is useful in that it 
gives human service workers a frame or model to work with mothers of 
handicapped children. In the mental health setting it can provide 
psychologists and clinical social workers with a place to begin the 
counseling process. It also attests to the need for an agency within 
the coirmunity that can serve as a clearinghouse for families with 
handicapped children. The person designated to do this should be 
knowledgable enough to provide information about various handicapping 
conditions, be a contact with national organizations such as the 
Downs Syndrome Congress and be available to provide consultation to 
and coordination with pediatricians in the coirmunity. 
Mothers also expressed a need for support groups. These groups 
should be available to mothers and other members of the family. 
Perhaps the most useful way to begin getting information to parents 
would be through a pamphlet available in the hospital soon after the 
birth given to the mother by the pediatrician or the coordinating 
agency. The pamphlet could contain basic information about the 
handicapping condition, a local parent to call, time and place of 
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support groups and the name of the psychologists or social workers 
who would serve as a counselor and coordinator of family services. 
Other clinical services that were cited as needed by mothers 
were more complete assessments. Assessment information should include 
not only usual infomration such as intellective functions but 
information regarding social, emotional, self-help and eventually 
vocational aptitude. 
The school system in this study appeared to be serving the needs 
of handicapped children well in most respects. While the mothers in 
the study were generally pleased with the educational services they 
were receiving, they were not as pleased with pre-vocational and 
vocational services offered to older students. Mothers wanted more 
services to begin when their handicapped children were younger. This 
is one area the school could address. 
Future Research. While the author attempted to include fathers 
in this study, this was not successful. Fathers were either 
unavailable or not comfortable in the role of sharing information 
about their children. It would be most useful, however, if a similar 
study could be conducted with both fathers and siblings, as the 
literature suggests both groups have specific needs. 
It would also be of interest to conduct the same study in an 
urban area and with mothers of diverse cultural backgrounds. 
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APPENDIX A 
Release to See Records 
Release of Records Information 
I _, give permission to 
Parent's Name 
Merry Gallagher to examine my child's record for the purpose of obtaining 
her/his I.Q. Score. All records will be examined on site and nothing 
will be either taken or copied from the record. 
APPENDIX B 
Informed Consent to Participate in Study 
108 
Date: 
Dear Parent, 
Thank you for participating in this study which investigates the needs 
of parents with handicapped children. 
As a participant in the study, I want to be sure you understand the 
following: 
1. Information gathered in the study will be kept 
confidential and stored in a file cabinet in my home. 
Your name will not be used in the study. 
2. The researcher, Merry Gallagher, is connected to no 
agency or group, but is collecting this information 
as part of the requirement for her doctoral degree 
from the University of Massachusetts. 
3. There will be no disruption in any services your 
child is now receiving, as a result of your 
participation in this study, or because of the 
information gathered in this study. 
4. You are free to withdraw from this study at any time 
without prejudice and your files will be removed and 
destroyed. After the study is completed, if you 
wish to know the f indings, you may contact me, Merry 
Gallagher, at my home. My address is: 
Merry Gallagher 
RFD 1 
Crow Hill Road 
Arlington, VT 05250 
Parent's Signature Researcher's Signature 
APPENDIX C 
Questionnaire Cards 
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INFORMATION 
1 
Most 
Important 
EDUCATION OF MY CHILD 
COORDINATION OF SERVICES 
COUNSELING 
PLANNING FOR THE FUTURE 
2 3 4 5 
Least 
Important 
INFORMATION 
Regarding my Child's Development: 
1. Motor 
2. Language 
3. Social 
4. Emotional 
5. Cognitive 
Regarding use and meaning of medical 
terms frequently used to describe my 
child's handicap, including 
medications commonly prescribed. 
Regarding the care and use of 
specialized equipment necessary for 
my child's health and comfort, or to 
insure greater freedom. 
Regarding my child's handicap and 
the characteristics of the handicap. 
1 5 9 
Unmet Somewhat Totally 
Met Met 
1 
No Need 
5 9 
Some Need Very Much 
Needed 
EDUCATION OF MY CHILD 
Complete, updated, testing on my child, 
explained to me in language I can 
understand 
The need to participate in choosing an 
appropriate placement for my child in 
school 
The need to take part in the development 
of my child's individualized educational plan, 
as required in P.L. 94-142 
Need for an early essential education 
program 
The need to be aware of my child's legal 
rights in the educational system 
COORDINATION OF SERVICES 
Need for coordination of: 
Respite care and the training of respite 
care workers 
Social Services assistance 
Medical care and related services 
COUNSELING 
To learn how to better discipline my 
child 
Counseling for self 
Counseling for family 
Counseling for brothers and sisters of 
the handicapped sibling 
Counseling for self and spouse or mate 
A parent group to share information 
and concerns 
Counseling for handicapped child 
PLANNING FOR THE FUTURE 
Need for assistance in finding a job for 
my child when she/he comes of age 
Need for ways in which I can share information 
and dicuss with my child issues including 
dating, marriage, family planning, and sex 
education 
Vocational assessment of my child 
Vocational counseling for my child 
Learning about and eventually securing adult 
living arrangements for my child which may 
include an apartment, group home, and living 
with another relative 
APPENDIX IV 
Top of Data Sheet 
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DATA SHEET 
CLIENT NUMBER 
AGE OF CHILD 
MARITAL STAUS OF PARENTS S M LIVING WITH SOMEONE 
S.E.S. LCW MIDDLE HIGH 
SEVERITY OF HANDICAP MILD MODERATE SEVERE 
TYPE OF HANDICAP 
NUMBER OF SIBLINGS 
APPENDIX V 
Data Sheets 
119 
COUNSELING 
NEED 
1. Need for counseling to learn how to 
better discipline my child 
2. Need for counseling for siblings 
3. Need for counseling for myself 
4. Need for counseling for myself and 
my spouse or mate 
5. Need for counseling for my family 
6. Need for a parent group 
7. Need for counseling for my handicapped 
MET 
child 
PLANNING FOR THE FUTURE 
NEED 
Need for ways in which I can share 
information with my child and discuss - 
issues including dating, marriage, - 
family planning, and sex education 
Need for assistance in finding a job - 
for my child when she/he is of age - 
Need for a vocational assessment of - 
my child - 
Need for vocational counseling for - 
my child 
Need for learning about and eventually ' 
securing independent living arrangments _ 
for my child 
MET 
EDUCATION OF MY CHILD 
NEED 
1. The need for an early essential - 
education program - 
2. The need for complete, updated, testing 
on my child explained in langauge I can 
understand 
3. Need to participate in choosing an - 
appropriate placement for my child - 
4. The need to be aware of my child's 
legal rights in the Education 
system 
5. The need to take part in the development 
of my child's I.E.P. as required in 
MET 
P.L. 94-142 
INFORMATION 
NEED 
1. Regarding my child's handicap and the - 
characteristics - 
2. Regarding my child's motor, social, - 
emotional and social development - 
3. Regarding use and meaning of medical 
terms frequently used to describe 
my child's handicap 
4. Regarding the care and use of 
specialized equipment necessary for my - 
child's health and comfort or to insure - 
MET 
■ 
greater freedom 
COORDINATION OF SERVICES 
NEED 
1. Need for coordination and training of 
respite care workers 
2. Need for coordination of medical care 
and related services 
3. Need for coordination of social services 
MET 
FIVE AREAS 
NEED 
1. Planning for the Future 
2. Information 
3. Coordination of Services 
4. Counseling 
MET 
5. Education of My Child 

